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ABSTRACT 
R e s e a r c h i n t o d o c t o r p a t i e n t c o m m u n i c a t i o n a n d t h e i r 
r o l e s i s r e v i e w e d . Two s e r i e s o f s e m i - s t r u c t u r e d 
i n t e r v i e w s w i t h g e n e r a l p r a c t i t i o n e r s ( g . p . s ) a n d p a t i e n t s 
s e p a r a t e l y a r e r e p o r t e d . I n t h e f i r s t , U g . p . s e a c h 
s e l e c t e d 6 p a t i e n t s f o r 3 g r o u p s ; t e r m i n a l l y i l l w i t h 
k n o w l e d g e , t e r m i n a l l y i l l w i t h o u t , a n d c h r o n i c c o n t r o l s . 
C o n t e n t a n a l y s i s o f p a t i e n t t r a n s c r i p t s r e v e a l e d 
d i f f e r e n c e s i n f r e q u e n c y o f u t t e r a n c e s c l a s s e d a s s h o w i n g 
k n o w l e d g e . D i f f e r e n c e s b e t w e e n g r o u p s and q u a l i t a t i v e 
a n a l y s i s o f a l l i n t e r v i e w s , v e r i f i e d g . p . s * 
c a t e g o r i s a t i o n . K n o w l e d g e was n o t s i m p l y a b s e n t o r 
p r e s e n t , s i n c e a l l g r o u p s show a w a r e n e s s , b u t d i f f e r i n 
t h e d e g r e e t o w h i c h t h e n a t u r e o f i l l n e s s i s o p e n l y 
a c k n o w l e d g e d . One g.p. r e p o r t e d r o u t i n e l y i n f o r m i n g 
p a t i e n t s , b u t o t h e r s d i d n o t , a l t h o u g h a g r e e d t h i s i s 
o c c a s i o n a l l y a p p r o p r i a t e . A t y p o l o g y o f m e t h o d s g . p . s a n d 
p a t i e n t s u s e t o c o n t r o l i n f o r m a t i o n e x c h a n g e i s p r o p o s e d . 
G.p.s* r o l e f o r m u l a t i o n s a p p e a r t o u n d e r p i n t h e i r r e p o r t e d 
c o m m u n i c a t i v e b e h a v i o u r . 
22 g . p . s w e r e i n t e r v i e w e d i n t h e s e c o n d s e r i e s . A g a i n 
t h e y w e r e a s k e d t o s e l e c t p a t i e n t s , b u t f e w d i d t h i s 
w i t h i n t h e t i m e a l l o t t e d : t h e r e f o r e a n a l y s i s f o c u s e d upon 
g . p . s . C o n t e n t a n a l y s i s o f i n t e r v i e w s s p l i t s g . p . s i n t o 
" i n f o r m e r s " a n d " n o n i n f o r m e r s ' * . Q u a l i t a t i v e a n a l y s i s o f 
g . p . s ' r e p o r t e d c o m m u n i c a t i o n s t r a t e g i e s s u g g e s t s t h a t 
u n d e r l y i n g t h i s s i m p l e d i c h o t o m y i s a c o n t i n u u m f r o m 
r e v e l a t i o n t h r o u g h p a s s i v e r e s p o n s e t o c o n c e a l m e n t . 
S t r a t e g i e s a r e i m p l e m e n t e d by v a r i o u s t a c t i c s ; e . g . 
e uphemism, u n c e r t a i n t y , d e n i a l , e v a s i o n , p r o m p t i n g 
q u e s t i o n s . D i f f e r e n c e s i n r e p o r t e d i n t e n t i o n s a n d 
b e h a v i o u r a r e i n t e r p r e t e d by r e c o u r s e t o g . p . s * 
d e s c r i p t i o n s o f t h e i r r o l e d u r i n g t e r m i n a l c a r e . T h o s e 
who c o n c e a l a t t e m p t t o m a i n t a i n t h e P a r s o n i a n c u r a t i v e 
p h y s i c i a n r o l e a n d a r e r e l u c t a n t t o c l a s s i f y p a t i e n t s a s 
t e r m i n a l . T h o s e who r e v e a l t r y t o a b a n d o n t h i s r o l e f o r 
one m o d e l l e d on t h a t o f c o u n s e l l o r . N e a r l y a l l 
e x p e r i e n c e r o l e a m b i g u i t y a n d a t t e m p t t o r e s o l v e t h i s i n 
w a y s p r e d i c t e d by r o l e t h e o r y . 
CHAPTER 1 
G e n e r a l p r a c t i t i o n e r s , t e r m i n a l i l l n e s s a nd t e r m i n a l c a r e 
a t home. 
L e t me d i e a y oungman's d e a t h 
n o t a c l e a n & i n b e t w e e n 
t h e s h e e t s h o l y w a t e r d e a t h 
n o t a f a m o u s - l a s t - w o r d s 
p e a c e f u l o u t o f b r e a t h d e a t h 
When I'm 73 
& i n c o n s t a n t good t u m o u r 
may I be mown down a t dawn 
by a b r i g h t r e d s p o r t s c a r 
on my way home 
f r o m a n a l l n i g h t p a r t y 
O r when I'm 91 
w i t h s i l v e r h a i r 
& s i t t i n g i n a b a r b e r ' s c h a i r 
may r i v a l g a n g s t e r s 
w i t h h a m f i s t e d tommyguns b u r s t i n 
& g i v e me a s h o r t b a c k and i n s i d e s 
Or when I'm 104 
& b a n n e d f r o m t h e C a v e r n 
may my m i s t r e s s 
c a t c h i n g me i n b e d w i t h h e r d a u g h t e r 
& f e a r i n g h e r s o n 
c u t me i n t o l i t t l e p i e c e s 
& t h r o w away e v e r y p i e c e b u t one 
L e t me d i e a y o u n g man's d e a t h 
n o t a f r e e f r o m s i n t i p t o e i n 
c a n d l e wax & w a n i n g d e a t h 
n o t a c u r t a i n s d r a w n by a n g e l s b o r n e 
'what a n i c e way t o go' d e a t h 
" L e t me d i e a .youngman's d e a t h . " 
R o g e r McGough 
H i p p o c r a t e s i n t h e 4 t h c e n t u r y B.C. r e c o g n i s e d t h e 
i m p o r t a n c e o f t h e r e l a t i o n s h i p between d o c t o r and p a t i e n t 
when he w r o t e , 
"The p a t i e n t though c o n s c i o u s t h a t h i s c o n d i t i o n may 
be p e r i l o u s , may r e c o v e r h i s h e a l t h s i m p l y t h r o u g h 
c ontentment w i t h t h e goodness o f h i s p h y s i c i a n " . 
( H i p p o c r a t e s , 1923 t r a n s l a t i o n ) 
S i n c e t h a t t i m e g r e a t s t r i d e s may have been made i n t e r m s 
of t h e t e c h n o l o g i c a l i n t e r v e n t i o n s a v a i l a b l e t o t h e 
d o c t o r f o r t r e a t m e n t o f t h e p a t i e n t , but de a t h h a s n o t 
been conquered. I n many c a s e s e v e r y y e a r a l l t h a t modern 
t e c h n i c a l m e d i c i n e can o f f e r i s a r e a r g u a r d a c t i o n t o 
s t a v e o f f t h e i n e v i t a b l e f a t a l hour, and t h e d o c t o r s t i l l 
depends on h i s o r h e r c h a r i s m a a s a good p h y s i c i a n t o keep 
t h e p a t i e n t c o n t e n t , i f no l o n g e r w e l l . 
Death i s s t i l l a taboo i n w e s t e r n s o c i e t y . I n t h a t o f t 
quoted y a r d s t i c k o f contemporary mores, t h e mass media, 
d e a t h i s more o f t e n t h a n not t h e young man's d e a t h o f 
McGough's poem, v i o l e n t and sudden ( G e r b e r , 1 9 8 0 ) . D e a t h 
i s r e p r e s e n t e d t o us a s e i t h e r t h e s t y l i s e d d e a t h and 
g l o r y o f cops and r o b b e r s soap o p e r a s , or t h e a l i e n d e a t h s 
of B e i r u t , B e l f a s t , Soweto o r t h e o t h e r so c a l l e d t r o u b l e 
s p o t s o f t h e moment. And y e t t h e d e a t h t h a t a w a i t s most 
of us i s v e r y d i f f e r e n t . O n l y 3% o f d e a t h s w h i c h o c c u r 
i n B r i t a i n t o d a y a r e t h e r e s u l t o f s u c h v i o l e n t sudden 
c a u s e s and most o f t h o s e a r e on t h e c o u n t r y ' s r o a d s 
( O f f i c e o f P o p u l a t i o n C e n s u s e s and S u r v e y s , 1 9 8 5 ) . The 
v a s t m a j o r i t y o f p e o p l e who d i e d i n t h i s c o u n t r y t o d a y 
w i l l h ave done so from r e s p i r a t o r y and c i r c u l a t o r y 
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d i s e a s e s , w i t h c a n c e r s c o m i n g a c l o s e t h i r d . I n 1 9 7 9 
o v e r 4 0 , 0 0 0 men a n d women d i e d a t home f r o m c a n c e r , a f t e r 
a p e r i o d o f s e v e r a l m o nths o f t r e a t m e n t f r o m d o c t o r s , 
d u r i n g w h i c h p e r i o d t h e y w e r e r e g a r d e d a s t e r m i n a l l y i l l . 
The t o t a l n umber o f p e o p l e who do mo s t o f t h e i r d y i n g a t 
home u n d e r t h e c a r e o f t h e i r g e n e r a l p r a c t i t i o n e r ( g . p . ) 
i s a l m o s t c e r t a i n l y much h i g h e r ( c . f . W i l k e s , 1 9 8 0 ) . 
However, t h e e x a c t n u m b e r s i n v o l v e d a r e o b s c u r e d by t h e 
l a c k o f d i f f e r e n t i a t i o n i n t h e a v a i l a b l e s t a t i s t i c s 
b e t w e e n t h o s e p a t i e n t s , who a r e r e l e a s e d f r o m h o s p i t a l s t o 
d i e , a n d t h o s e who e n t e r h o s p i t a l f o r t h e l a s t m i n u t e 
l i f e s a v i n g e f f o r t s o f m e d i c s . 
W h i l s t o v e r t h e l a s t d e c a d e o r s o t h e r e h a s b e e n a 
c o n s i d e r a b l e r e s e a r c h e f f o r t d i r e c t e d a t i n v e s t i g a t i n g 
t e r m i n a l i l l n e s s a n d t e r m i n a l c a r e , t h e v a s t m a j o r i t y o f 
t h a t w ork h a s b e e n i n s p i r e d by t h e p i o n e e r i n g l e a d s s e t 
i n t h i s c o u n t r y by C i c e l y S a u n d e r s a nd t h e " h o s p i c e 
movement" ( s e e e . g . S a u n d e r s , 1 9 8 1 ; K a s t e n b a u m , 1 9 7 9 ; 
H o l d e n , 1 9 8 0 ) , a nd i n t h e U n i t e d S t a t e s by t h e w r i t i n g s o f 
E l i z a b e t h K u b l e r - R o s s ( 1 9 7 0 , 1 9 7 5 , 1 9 7 9 ) . C o n s e q u e n t l y 
r e s e a r c h h a s f o c u s s e d on i n s t i t u t i o n a l c a r e f o r t h e d y i n g ; 
h o s p i t a l s a n d h o s p i c e s . B u t h o s p i c e s , a s w e l l a s 
p r o v i d i n g s p e c i a l i s t p h y s i c a l f a c i l i t i e s , o p e r a t e u n d e r 
p r i n c i p l e s a n d a t t i t u d e s t o c a r e , i n w h i c h c o n c e p t s s u c h 
a s d i g n i t y , s e r e n i t y , c o n f i d e n c e , s p i r i t u a l i t y , i n t i m a c y 
a n d p e r s o n a l a t t e n t i o n a r e p a r a m o u n t . T h u s i n h o s p i c e s , 
a t l e a s t , m o s t p a t i e n t s know t h a t t h e y a r e d y i n g a n d a r e 
a b l e t o t a l k a b o u t i t w i t h t h e i r d o c t o r s a n d n u r s e s w i t h 
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a p p a r e n t e a s e ( S a u n d e r s , 1 9 7 8 ) i s i n c e i t i s a c e n t r a l 
t e n e t of t h e " h o s p i c e p h i l o s o p h y " t h a t t h e y s h o u l d be a b l e 
to do so. But h o s p i c e s a r e s p e c i a l p l a c e s , c a t e r i n g f o r 
a s m a l l s e l f s e l e c t i n g p o p u l a t i o n o f p a t i e n t s who choose 
to go t h e r e to d i e , and a r e f o r t u n a t e enough to l i v e i n a 
l o c a l i t y s e r v e d by a h o s p i c e . At t h e time t h e r e s e a r c h to 
be r e p o r t e d i n t h i s t h e s i s was i n i t i a t e d , t h e r e were o n l y 
a h a n d f u l o f h o s p i c e s i n t h e U.K., e a c h w i t h f a c i l i t i e s 
f o r o n l y a s m a l l number of p a t i e n t s ( f o r example, p e r h a p s 
t h e most famous, S t . C h r i s t o p h e r ' s , had 54 b e d s ) . 
Although t h e number of h o s p i c e s has i n c r e a s e d d r a m a t i c a l l y 
r e c e n t l y t h e y can o n l y c a t e r f o r a t i n y p r o p o r t i o n of 
people who d i e a f t e r a p e r i o d o f t e r m i n a l i l l n e s s . Nor 
a r e h o s p i c e s a p a n a c e a f o r a l l d e a t h s , s i n c e f o r some 
p a t i e n t s t h e s p i r i t u a l approach may be u n p a l c t t a b l e . More 
i m p o r t a n t l y h o s p i c e s need t o be s i t u a t e d i n a d e n s e l y 
p o p u l a t e d urban a r e a to be r e a l l y s u c c e s s f u l . T h i s i s 
b e c a u s e one o f t h e i r main a t t r a c t i o n s t o many d y i n g 
p a t i e n t s i s t h e i r h o m e l i n e s s ; t h e y p e r m i t t h e p a t i e n t t o 
r e c e i v e good and c o n s t a n t m e d i c a l a t t e n t i o n , i n a 
t e c h n i c a l s e n s e , w i t h o u t t h e a l i e n a t i o n w h i c h t h i s 
e n t a i l s i n a h o s p i t a l . T h i s c h a r a c t e r i s t i c f e a t u r e 
( h o m e l i n e s s ) o f h o s p i c e s i s n e g a t e d i f r e l a t i v e s a r e not 
a b l e t o a t t e n d r e g u l a r l y , a s would be t h e c a s e i f t h e y 
l i v e d f a r away ( C l a r k , 1 9 8 1 ) . 
S i n c e many t h o u s a n d s o f p e o p l e not o n l y d i e a t home, but 
a l s o do most o f t h e i r d y i n g t h e r e , t h e p e r s o n a l c a r e and 
open communication r e p o r t e d t o e x i s t i n h o s p i c e s , a l t h o u g h 
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h i g h l y p u b l i c i s e d , p r o b a b l y does n o t r e f l e c t t h e t y p i c a l 
e x p e r i e n c e o f t h e t e r m i n a l l y i l l i n t h i s c o u n t r y . The 
more t y p i c a l e x p e r i e n c e r e v o l v e s around t h e p a t i e n t ' s home 
and i n v o l v e s g.p. c a r e . But t h i s has b a r e l y been 
i n v e s t i g a t e d t o d a t e . The p r e s e n t r e s e a r c h then i s aimed 
a t t h i s more w i d e s p r e a d and mundane e x p e r i e n c e of t e r m i n a l 
i l l n e s s and s p e c i f i c a l l y i n v e s t i g a t e s t h e r e l a t i o n s h i p 
between g.p.s and p a t i e n t s d y i n g from t e r m i n a l i l l n e s s e s 
a t home. We t h u s t u r n t o c o n s i d e r t h e n a t u r e o f t h e s e 
two p o p u l a t i o n s ; g.p.s and t e r m i n a l p a t i e n t s d y i n g a t 
home. 
G e n e r a l P r a c t i t i o n e r s I n 1982 t h e r e were 28.065 g.p. 
p r i n c i p a l s p r a c t i c i n g i n t h e U.K. ( C e n t r a l S t a t i s t i c a l 
O f f i c e , 1 9 8 4 ) , t h e m a j o r i t y o f whom worked i n p a r t n e r s h i p s 
o f 3 o r more d o c t o r s . Of t h e s e 82% were m a l e s and 
a p p r o x i m a t e l y 50% under t h e age o f 45. The t y p i c a l g.p. 
i s a male Anglo-Saxon i n h i s mid 30s t o e a r l y 40s, who 
works w i t h 2 p a r t n e r s and has about 2,000 p a t i e n t s on 
h i s books. 7 5 % o f g.p.s p r a c t i c e i n urban a r e a s , 2 2 % i n 
r u r a l and 3% i n mixed urban r u r a l a r e a s . They make up 
s o m e t h i n g i n t h e r e g i o n o f a t h i r d o f t h e d o c t o r s 
p r a c t i c i n g i n t h e U.K. and between them were p a i d £867 
m i l l i o n i n 1981 by t h e N.H.S. f o r t h e s e r v i c e s t h e y 
p r o v i d e d (C.S.O., 1 9 8 3 ) . 
On a v e r a g e m a l e s c o n s u l t t h e i r g.p.s 3.2 and f e m a l e s 4.4 
t i m e s p e r annum, a l t h o u g h t h e r e a r e wide v a r i a t i o n s 
r e l a t e d t o age and s o c i o - e c o n o m i c group membership 
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(C.S.O., 1 9 8 1 ) . Some 1 2 % o f p e o p l e who c o n s u l t t h e g.p. 
a r e r e f e r r e d t o h o s p i t a l s f o r t e s t s , i n v e s t i g a t i o n o r 
t r e a t m e n t (C.S.O., 1 9 8 1 ) . 
The dob d e f i n i t i o n o f t h e g.p. made by t h e R o y a l C o l l e g e 
of G e n e r a l P r a c t i t i o n e r s s p e c i f i e s t h a t t h e g.p. s h o u l d 
s u p p l y : 
" p e r s o n a l , p r i m a r y and c o n t i n u i n g m e d i c a l c a r e 
( i n t e r v e n i n g ) e d u c a t i o n a l l y , p r e v e n t i v e l y and 
t h e r a p e u t i c a l l y . M 
(R.C.G.P., 1972; p.1) 
The g.p. i n t h e U.K. i s u s u a l l y s e l f - e m p l o y e d and p a i d a 
C a p i t a t i o n F e e f o r ea c h p a t i e n t p er y e a r , p l u s c e r t a i n 
a l l o w a n c e s d e p e n d i n g on t h e g e o g r a p h i c a l l o c a t i o n of the ' 
p r a c t i c e ( e . g . w h e t h e r i t i s r u r a l o r u r b a n ) , t h e s e r v i c e s 
he o r she p r o v i d e s p a t i e n t s , ( e . g . c o n t r a c e p t i v e a d v i c e ) , 
how l o n g s h e o r he has been i n p r a c t i c e e t c . F u l l e r 
d e s c r i p t i o n s o f t h e N.H.S. o r g a n i s a t i o n and t h e p o s i t i o n 
of g.p.s t h e r e i n a r e p r o v i d e d by numerous s o u r c e s 
( e . g . Mechanic, 1978; pp. 3 1 5 - 3 3 4 ) . 
The g.p. i s c o n t r a c t u a l l y r e s p o n s i b l e t o p r o v i d e a l l 
" n e c e s s a r y and a p p r o p r i a t e m e d i c a l s e r v i c e s . . . a t h i s 
p r a c t i c e p r e m i s e s o r i f t h e c o n d i t i o n o f t h e p a t i e n t so 
r e q u i r e s , e l s e w h e r e i n h i s p r a c t i c e a r e a " (Coleman, 
1982; p . 3 4 ) . To a i d them f u l f i l l t h e i r c o n t r a c t u a l 
o b l i g a t i o n s g.p.s o f t e n employ n u r s e s and n e a r l y a l l 
employ c l e r i c a l s t a f f and/or r e c e p t i o n i s t s . I n f a c t 24% 
of p r a c t i c e s employ one o r more n u r s e s (Reedy, P h i l i p s and 
N e w e l l , 1 9 7 6 ) . N u r s e s a r e a l s o p r o v i d e d by L o c a l H e a l t h 
A u t h o r i t i e s ( L . H . A . ) . i n t h e form o f d i s t r i c t n u r s e s , 
h e a l t h v i s i t o r s and midwives, a l l o f whom make home 
v i s i t s . I n 197^ 68% of E n g l i s h g.p. p r a c t i c e s had 
L.H.A. n u r s i n g s t a f f a t t a c h m e n t s , a l t h o u g h t h e r e was g r e a t 
r e g i o n a l v a r i a t i o n i n t h i s f i g u r e ( from 17% t o 8 0 % ) . 
T r a d i t i o n a l l y L.H.A. n u r s e s have t r e a t e d p a t i e n t s a t home 
w h i l e p r a c t i c e employed n u r s e s have worked i n t h e s u r g e r y . 
T h i s however i s s l o w l y c h a n g i n g , a s R e e d y f s ( 1 9 7 9 ) r e v i e w 
o f t h e c o m p o s i t i o n o f the h e a l t h team r e v e a l s . 
T e r m i n a l P a t i e n t s P l a i n l y s p e a k i n g a t e r m i n a l p a t i e n t 
i s one who i s s u f f e r i n g from an i l l n e s s from w h i c h he o r 
she i s d y i n g . T h e r e a r e a p p r o x i m a t e l y 600,000 d e a t h s e a c h 
y e a r i n t h e U.K. o f which 3% a r e from e x t e r n a l c a u s e s 
( e . g . r o a d a c c i d e n t s ) . T a b l e 1.01, w h i c h h a s been 
adapted from O.P.C.S. f i g u r e s (O.P.C.S., 1984; pp.14-19) • 
shows t h e number o f d e a t h s i n 1982 f o r t h e m a j o r c a u s e s o f 
de a t h . A l t h o u g h r e s p i r a t o r y and c a r d i o v a s c u l a r d i s e a s e s 
a c c o u n t f o r more d e a t h s p e r annum t h a n t h e c a n c e r s , t h e y 
t e n d not t o be t r e a t e d a s t e r m i n a l i l l n e s s e s b e c a u s e t h e i r 
outcome t e n d s t o be l e s s c e r t a i n . T h e r e i s a l s o a s e n s e 
i n w h i c h t h e y t e n d t o be used a s d e f a u l t o p t i o n s on t h e 
d e a t h c e r t i f i c a t e s o f t h e e l d e r l y s i n c e " o l d age" i s not 
an a c c e p t a b l e c a u s e o f d e a t h f o r t h i s m e d i c o - l e g a l 
document. 
T e r m i n a l i l l n e s s e s a r e s p e c i a l c a s e s , i n so f a r a s t h e 
d e a t h o f t h e p a t i e n t i s e x p e c t e d , i f not by t h e p a t i e n t 
him o r h e r s e l f a t l e a s t by p e o p l e who a r e c a r i n g f o r him 
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o r h e r . The t e r m i n a l p a t i e n t h a s been d e f i n e d a s one. 
f o r whom; 
" f o l l o w i n g a c c u r a t e d i a g n o s i s , t h e adve n t o f d e a t h i s 
c e r t a i n and not too f a r d i s t a n t and f o r whom t r e a t m e n t 
has changed from t h e c u r a t i v e t o t h e p a l l i a t i v e . " 
( L e e d s Oncology Working P a r t y . 1973: 
quoted i n W i l k e s , 1980; p . l ) 
The t e r m i n a l s t a g e may l a s t o n l y a few days , but i n t h e 
c a s e s o f many c a n c e r p a t i e n t s and a few p a t i e n t s s u f f e r i n g 
from c e r t a i n l e s s common d i s e a s e s , i t o f t e n l a s t s a 
number o f months o r even y e a r s . S i n c e t h e v a s t m a j o r i t y 
o f t e r m i n a l p a t i e n t s s u f f e r from forms o f c a n c e r we now 
c o n s i d e r a s p e c t s o f t h e d i s e a s e and i t s t r e a t m e n t . T h i s 
i s o f p a r t i c u l a r i m p o r t a n c e s i n c e c a n c e r and i t s t r e a t m e n t 
forms much o f t h e backdrop t o t h o s e a s p e c t s o f d y i n g 
p a t i e n t s w h i c h we w i l l be c o n s i d e r i n g i n t h i s t h e s i s . 
Moreover t h e t r e a t m e n t o f t h e p a t i e n t ' s d i s e a s e i s t h e 
r a i s o n d ' e t r e o f i n t e r a c t i o n s between d o c t o r s and p a t i e n t s 
and t h e c o n t e x t w i t h i n w h i c h communication t a k e s p l a c e . 
Such c o n t e x t u a l i s a t i o n of communication w i t h i n t h e a c t i o n 
of t r e a t m e n t w i l l have i m p o r t a n t I m p l i c a t i o n s f o r t h e 
communication. T h i s i s a p o i n t o f t e n o v e r l o o k e d i n t h e 
l i t e r a t u r e o f d o c t o r p a t i e n t communication ( e . g . t h e work 
o f L e y r e v i e w e d b e l o w ) . However, t h e i m p o r t a n c e o f s u c h 
c o n t e x t u a l i s a t i o n i s c l e a r l y r e v e a l e d by more d e s c r i p t i v e 
s t u d i e s . Sudnow ( 1 9 6 7 ) , f o r example, shows how a s p e c t s 
of p h y s i c a l t r e a t m e n t and t h e s t r u c t u r i n g o f m e d i c a l work 
s e t p a r a m e t e r s on co m m u n i c a t i o n s about d e a t h and d y i n g , 
can be u s e d t o c o n t r o l c o m m u n i c a t i o n by m e d i c s , but a l s o 
i n i t s e l f i s i n f o r m a t i v e t o p a t i e n t s , r e l a t i v e s and s t a f f 
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a l i k e . 
T a b l e 1.01 
Deaths by c a u s e and s e x i n 1982 
Cause o f Death Male Female T o t a l % A l l 
c a u s e s 
C a n c e r s 70,026 52,422 122,448 2 1 % 
C i r c u l a t o r y 
s y s t e m d i s e a s e s 139.717 144,529 284,246 49% 
R e s p i r a t o r y 
s y s t e m d i s e a s e s 43,652 44,459 88,111 1 5 % 
A l l o t h e r 
d i s e a s e s 
d i s o r d e r s and 
c o n d i t i o n s 25.199 42,247 67.446 1 2 % 
A c c i d e n t a l 
d e a t h s 7.658 5.649 13.307 2% 
O t h e r e x t e r n a l 
c a u s e s 3.914 2,389 6,303 1% 
A l l d i s e a s e s 278,594 283.657 562,251 97% 
A l l e x t e r n a l 11,572 8,038 19.610 3% 
T o t a l d e a t h s 290,166 291,695 581,861 100% 
C a n c e r C a n c e r c u r r e n t l y a c c o u n t s f o r a p p r o x i m a t e l y 20% 
of a n n u a l m o r t a l i t i e s . I n 1980 t h e r e were 201,533 new 
c a s e s o f c a n c e r d i a g n o s e d and r e g i s t e r e d i n E n g l a n d and 
Wales. On any one day some 14,559 N.H.S. h o s p i t a l 
beds a r e i n u s e f o r t h e t r e a t m e n t o f c a n c e r out o f a 
t o t a l number i n u s e i n E n g l a n d and Wales o f 157,889 
(C.S.O., 1983; D.H.S.S., 1983a, 1983b). The a v e r a g e s t a y 
i n t h i s bed f o r a c a n c e r p a t i e n t i s 13,3 days compared 
w i t h 12.1 days f o r a l l c a u s e s . Thus a p p r o x i m a t e l y 10% 
o f h o s p i t a l beds a r e o c c u p i e d by a c a n c e r p a t i e n t a t any 
one t i m e . F i g u r e 1.01 below shows i n c i d e n c e and 
m o r t a l i t y f o r some s e l e c t e d c a n c e r s . 
Cancer r e g i s t r a t i o n s ( a p p r o x i m a t e i n c i d e n c e ) 
Males 
(ICD 140-209) 
Number 
1,639 Eye, brain and 
other nervous 
system 
1,990 Mouth and pharynx 
1,948 Oesophagus 
27,293 Lung 
7,260 Stomach 
2,846 Pancreas 
10,485 Large i n t e s t i n e 
and rectum 
7,149 Prostate 
5,646 Blaoder 
9,718 Skin 
5,752 Leukaemias and 
lymphomas 
10,581 A l l other cancer 
92,307 Total cancer 
Females Number 
, 15 Eye, brain and 
other nervous 
system 1,307 
- 15 Mouth and pharynx 1.274 
- 25 Oesophagus 1.564 
- 245 Breast 21,927 
- 85 Lung 6,874 
- 65 Stomach 5.157 
- 35 Pancreas 2,568 
-135 Large i n t e s t i n e 
and rectum 11,806 
- 55 Ovary 4,179 
- 5 5 Cervix 4,042 
"** 45 Other uterus 3,922 
^ 2 5 Bladder 2,109 
-105 Skin 9,249 
55 Leukaemias and 
lymphomas 4,772 
115 A l l other cancer 9,023 
1005 Total cancer 89,783 
Cancer deaths 
Number 
1,509 Eye, brain and 
other nervous 
system 25 
927 Mouth and pharynx 1% 
2,085 Oesophagus 35 
26,978 Lung 405 
6,693 Stomach 105 
3,008 Pancreas 45 
7,526 Large i n t e s t i n e 
and rectum 115 
4,703 Prostate 7% 
2,939 Bladder 45 
605 Skin 15 
4,348 Leukaemias and 
lymphomas 65 
6,754 A l l other cancer 105 
68,107 Total cancer 1005 
295,505 Total deaths of 
which cancer is 235 205 
(ICD 140-209) 
Number 
Eye, brain and 
other nervous 
system 1,069 
Mouth and pharynx 591 
Oesophagus 1,623 
Breast 11,915 
Lung 7,646 
Stomach 4,799 
Pancreas 2,892 
Large i n t e s t i n e 
and rectum 8,904 
Ovary 3,784 
Cervix 2,153 
Other uterus 1,562 
Bladder 1,304 
Skin 653 
Leukaemias and 
lymphomas 3,673 
A l l other cancer 6,313 
Total cancer 58,681 
Total deaths 
of which i s cancer 290.396 
F i g u r e 1.01 
Ca n c e r r e g i s t r a t i o n s ( 1 9 7 4 ) and d e a t h s ( 1 9 7 8 ) by s e x and 
s i t e , E n g l a n d and Wales. 
T h i s f i g u r e i s r e p r o d u c e d from t h e " R e p o r t of t h e A d v i s o r y 
Committee on C a n c e r R e g i s t r a t i o n , MB1 no. 6" ( A c h e s o n , 
1980; p.6) w i t h t h e k i n d p e r m i s s i o n o f t h e a u t h o r s . 
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A l t h o u g h " c a n c e r " i s a term r e g u l a r l y used and a c c e p t e d i n 
common p a r l a n c e i t does not a c t u a l l y r e f e r t o a s i n g l e 
d i s e a s e e n t i t y . " C a n c e r " r e f e r s t o a f a m i l y o f r e l a t e d 
d i s e a s e s c h a r a c t e r i s e d by t h e p r e s e n c e o f a tumour o r 
tumours i n t h e h o s t . Tumours ( o r n e o p l a s m s ) c o n s i s t o f 
an abnormal mass o f c e l l s . t o g e t h e r w i t h a s u p p o r t i n g 
c o n n e c t i v e t i s s u e framework. A l t h o u g h i n some ways t h e 
c e l l u l a r s t r u c t u r e o f neoplasms may be s i m i l a r t o t h a t 
o f normal c e l l u l a r growth, i t i s c h a r a c t e r i s t i c a l l y 
u n c o n t r o l l e d and s e e m i n g l y i n d e p e n d a n t o f t h e f a c t o r s 
w hich c o n t r o l and r e s t r a i n normal growth. Some tumours 
a r e " b e n i g n " i n t h a t t h e y r e m a i n l o c a l i s e d and a r e t h u s 
n o r m a l l y c u r a b l e , o t h e r s however a r e " m a l i g n a n t " growing 
not o n l y by e x p a n s i o n , but a l s o by i n f i l t r a t i o n , whereby 
c e l l s become d e t a c h e d and i n v a d e o t h e r a r e a s of t h e body. 
Tumour c e l l s w h i c h s e t t l e i n d i s t a n t p a r t s o f t h e body 
g i v e r i s e t o " s e c o n d a r y " o r " m e t a s t a t i c " tumours. Tumours 
a r e g e n e r a l l y c l a s s i f i e d by o n c o l o g i s t s on t h e b a s i s of 
two c h a r a c t e r i s t i c s . 
a ) T i s s u e o f o r i g i n . M a l i g n a n t neoplasms a r i s i n g from 
t h e e p i t h e l i a l s u r f a c e s o f t h e body ( e . g . l u n g t i s s u e ) a r e 
c a l l e d c a r c i n o m a s . Those a r i s i n g from n o n - e p i t h e l i a l c e l l s 
( e . g . m u s c l e o r bone) a r e known a s sar c o m a s . 
b) M i c r o - s c o p i c s t r u c t u r e . Both c a r c i n o m a s and sarcomas 
a r e s u b c l a s s i f i e d by t h e i r m i c r o s c o p i c c e l l u l a r s t r u c t u r e . 
T h e r e a r e a l s o s e v e r a l o t h e r c a t e g o r i e s , w h i c h a r e h i g h l y 
s p e c i f i c i n n a t u r e . T h e s e a r e d e s c r i b e d by P o r t l o c k and 
G o f f i n e t ( 1 9 8 0 ) . who a l s o g i v e f u r t h e r r e f e r e n c e s f o r 
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c l a s s i f i c a t i o n and s t a g i n g o f c a n c e r s ( p . 3 0 3 ) . 
The growth o f a tumour o r tumours i n t h e body e v e n t u a l l y 
c a u s e s damage t o s y s t e m s of t h e body t h e r e b y g i v i n g r i s e 
to symptoms. I f t h e growth o f t h e tumour goes u n c h e c k e d , 
i t w i l l e v e n t u a l l y damage a v i t a l s y s t e m o f t h e body t o 
s u c h a d e g r e e t h a t d e a t h w i l l ensue. T h i s c h a r a c t e r i s t i c 
of c a n c e r g i v e s r i s e t o one o f t h e major problems f o r a 
c l i n i c i a n a t t e m p t i n g t o make a d i a g n o s i s , s i n c e i t does 
not r e s u l t i n a r e c o g n i s a b l e and unique s e t o f s i g n s and 
symptoms upon which to b a s e a d i a g n o s i s o f c a n c e r . 
The symptoms w h i c h o c c u r a s a r e s u l t o f a c a n c e r 
d e v e l o p i n g i n an o r g a n o r s y s t e m a r e no d i f f e r e n t from 
t h o s e w h i c h o c c u r a s a r e s u l t o f many o t h e r d i s o r d e r s o f 
t h a t organ o r s y s t e m . Even t h e p r e s e n c e o f a mass i s n o t 
c o n c l u s i v e e v i d e n c e , a l t h o u g h i t may r a i s e t h e c l i n i c i a n s 
" i n d e x o f s u s p i c i o n " . I t i s r a r e f o r a d i f f e r e n t i a l 
d i a g n o s i s n o t t o be c o n s i d e r e d f i r s t , t h u s i n h i b i t i n g 
prompt i n t e r v e n t i o n . C e r t a i n d i a g n o s i s i s r a r e l y p o s s i b l e 
w i t h o u t h o s p i t a l i n v e s t i g a t i o n , u s i n g s p e c i a l i s t ( a n d 
n o r m a l l y i n v a s i v e ) t e c h n i q u e s . The most commonly u s e d 
d i a g n o s t i c t e c h n i q u e s i n c l u d e ; x - r a y photography a f t e r 
t h e i n t r o d u c t i o n o f some opaque s u b s t a n c e , i s o t o p i c o r 
u l t r a - s o u n d s c a n n i n g , endoscopy and i n v e s t i g a t i v e s u r g e r y . 
As w e l l a s d i a g n o s t i c d i f f i c u l t y t h e r e a r e o t h e r f a c t o r s 
w h i c h r e s u l t i n d e l a y s o c c u r i n g b e f o r e t r e a t m e n t i s 
implemented. F o r example b e f o r e a p a t i e n t w i l l go t o a 
d o c t o r , s h e o r he must f i r s t n o t i c e symptoms c o n s i d e r e d 
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s u f f i c i e n t l y i m p o r t a n t and w o r r y i n g . I n many c a s e s by 
the time t h e ne o p l a s m i s c a u s i n g n o t i c e a b l e symptoms i t 
has a l r e a d y grown t o a dangerous s i z e and/or s p r e a d . 
T h e r e a r e o t h e r p o s s i b l e r e a s o n s f o r p a t i e n t s not 
s e e k i n g m e d i c a l h e l p i m m e d i a t e l y t h e y become aware o f 
a s t a t e o f i l l h e a l t h C 2 o i ^ , i?73) • 
Tr e a t m e n t o f C a n c e r I n B r i t a i n a p o t e n t i a l p a t i e n t 
w i l l n o r m a l l y f i r s t p r e s e n t t o h i s o r h e r g.p.. W i t h i n 
t h e N.H.S. s y s t e m t h e p a t i e n t can r o u t i n e l y a c c e s s 
h o s p i t a l and s p e c i a l i s t s e r v i c e s o n l y t h r o u g h t h i s c h a n n e l 
and even i n t h e p r i v a t e s e c t o r t h i s i s t h e u s u a l r o u t e 
to s p e c i a l i s t s e r v i c e s ( S i l v e r m a n . 1 9 8 4 ) . 
I n more t h a n 2/3s o f c a n c e r c a s e s a r e f e r r a l i s made by 
t h e g.p. t o a s p e c i a l i s t ( S e l l w o o d , 1 9 7 7 ) . T h i s may be 
e i t h e r b e c a u s e o f t h e s e r i o u s n e s s o f t h e i l l n e s s o r 
b e c a u s e o f d i a g n o s t i c d i f f i c u l t y . The p a t i e n t w i t h 
c a n c e r h a s an a v e r a g e o f 5.1 c o n s u l t a t i o n s w i t h h i s o r 
h e r g.p. w h i l s t t h e mean f o r a l l d i s e a s e s i s 1.7 
c o n s u l t a t i o n s p e r e p i s o d e . C a n c e r i s t h u s more 
a s s o c i a t e d w i t h m u l t i p l e g.p. c o n s u l t a t i o n s t h a n o t h e r 
i l l n e s s e s . T h i s i s i n i t s e l f n o t s u r p r i s i n g g i v e n t h a t 
few i l l n e s s e s r e s u l t i n t h i s s o r t o f m u l t i p l e 
c o n s u l t a t i o n . However, t h e s e f i g u r e s b e l i e t h e 
p o s s i b i l i t y t h a t a s u b s e t o f t h e c a n c e r p a t i e n t s r e c e i v e 
t h e m a j o r i t y o f t h e c o n s u l t a t i o n s . A l s o t h e s e f i g u r e s 
a r e i n c a p a b l e o f r e v e a l i n g any q u a l i t a t i v e d i f f e r e n c e 
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between g.p. c o n s u l t a t i o n s w i t h c a n c e r p a t i e n t s and t h o s e 
w i t h o t h e r p a t i e n t s . R e s e a r c h i n t o g.p. c o n s u l t a t i o n s 
i s r e v i e w e d i n C h a p t e r 2, but one o b v i o u s p o s s i b i l i t y i s 
t h a t c o n s u l t a t i o n s w i t h c a n c e r p a t i e n t s a r e l o n g e r t h a n 
t h e 6 m i n u t e a v e r a g e g.p. c o n s u l t a t i o n r e p o r t e d by B a l i n t 
and N o r e l l ( 1 9 7 3 ) . 
A c c o r d i n g t o S e l l w o o d ( 1 9 7 7 ) t h e g.p. most o f t e n makes 
t h e r e f e r r a l t o a surgeon, who must t h e n o r g a n i s e 
i n v e s t i g a t i o n s l e a d i n g to c e r t a i n d i a g n o s i s and 
management. Once th e d i a g n o s i s i s made t r e a t m e n t aimed 
a t c u r e may be i n i t i a t e d . T r e a t m e n t r e l i e s on 3 m a j o r 
modes w h i c h may be used s e p e r a t e l y , i n c o n j u n c t i o n o r i n 
s equence depending on t h e n a t u r e o f t h e s p e c i f i c c a n c e r . 
The 3 p i l l a r s o f t r e a t m e n t a r e 
i ) S u r g e r y The t u m o u r ( s ) and s u r r o u n d i n g t i s s u e 
a r e s u r g i c a l l y r e s e c t e d . 
i i ) R a d i o t h e r a p y The tumour and/or a f f e c t e d t i s s u e 
a r e bombarded w i t h r a d i a t i o n ( s ) o f t h e e l e c t r o m a g n e t i c 
s p e c t r u m i n t h e 10 cm to 10 cm r a n g e ( x - r a y s , gamma and 
b e t a r a y s / p a r t i c l e s ) . 
i i i ) Chemotherapy C h e m i c a l s a r e g i v e n t o t h e 
p a t i e n t i n an a t t e m p t t o d e s t r o y t h e tumour. More t h a n 30 
c h e m i c a l s a r e a t p r e s e n t i n u s e i n c a n c e r t r e a t m e n t 
( F a i r l e y and T a t t e r s a l l . 1 9 7 7 ) . 
A l l t h r e e modes o f t r e a t m e n t a r e h i g h l y i n v a s i v e f o r t h e 
p a t i e n t and c a u s e i n many c a s e s u n p l e a s a n t and d i s t r e s s i n g 
s i d e e f f e c t s , a s w e l l a s r e q u i r i n g h o s p i t a l i s a t i o n . F o r 
example t h e p r e s e n t g e n e r a t i o n of a n t i - c a n c e r d r u g s have 
t h e d i s a d v a n t a g e t h a t t h e y do not s p e c i f i c a l l y t a r g e t t h e 
c a n c e r c e l l s , but a l s o a t t a c k and d e s t r o y h e a l t h y c e l l s . 
Thus t h e s e c y t o t o x i n e s have t h e e f f e c t o f making t h e 
p a t i e n t f e e l more i l l w h i l e d e s t r o y i n g c a n c e r c e l l s . F o r 
an i n d i c a t i o n o f how s p e c i f i c c a n c e r s a r e t r e a t e d u s i n g 
t h e s e 3 modes o f t r e a t m e n t t h e r e a d e r i s r e f e u e d t o 
P o r t l o c k and G o f f i n e t ( 1 9 8 0 ) . 
T h e r e i s t h u s g r e a t d i v e r s i t y i n t h e t r e a t m e n t r e g i m e n s 
used, r e s u l t i n g i n d i f f e r e n c e s i n t h e t r e a t m e n t o f v e r y 
s i m i l a r c a s e s . T h i s i s r e f l e c t e d i n Port.lock and 
G o f f i n e t ' s d i s c l a i m e r ( p . x i ) t h a t t h e i r manual i s i n any 
way " a cookbook o f management". Thus i t i s i m p o r t a n t t o 
r e c o g n i s e t h a t t h e t e r m i n a l p a t i e n t t e n d s t o have 
r e c e i v e d , and/or i s ( s t i l l ) r e c e i v i n g a v a r i e t y o f 
t r e a t m e n t s w h i c h c a n be h i g h l y d i s t r e s s i n g and may have 
majo r p s y c h o l o g i c a l a f f e c t s . We t u r n now t o b r i e f l y 
c o n s i d e r t h e p s y c h o l o g i c a l c o n c o m i t a n t s of c a n c e r and i t s 
t r e a t m e n t . 
P s y c h o l o g i c a l C o n c o m i t a n t s o f C a n c e r 
G a l e n (A.D. 131-201) i s a t t r i b u t e d w i t h an e a r l y r e p o r t o f 
a r e l a t i o n s h i p between p s y c h o l o g i c a l v a r i a b l e s and c a n c e r 
when he o b s e r v e d t h a t c a n c e r was more f r e q u e n t i n 
" m e l a n c h o l i c " t h a n i n " s a n g u i n e " women. S i n c e t h a t e a r l y 
o b s e r v a t i o n t h e l i t e r a t u r e on t h e r e l a t i o n s h i p between 
p s y c h o l o g i c a l v a r i a b l e s and c a n c e r h a s burgeoned. F o x ' s 
s c h o l a r l y r e v i e w , now n e a r l y 10 y e a r s o l d , f o c u s i n g on 
one i s s u e w i t h i n t h i s l i t e r a t u r e ( p s y c h o l o g i c a l f a c t o r s i n 
the e i t i o l o g y of c a n c e r ) adjudges to the s i z e of the 
l i t e r a t u r e s i n c e i t runs to 88 pages and c i t e s more than 
400 contemporary p u b l i c a t i o n s (Fox, 1978). Much of t h i s 
l i t e r a t u r e i s w i t h i n the t r a d i t i o n of psychosomatic 
r e s e a r c h s e e k i n g c a u s a l f a c t o r s f o r cancer, (e.g. 
r e l a t i o n s h i p s between s t r e s s and r a t e of canc e r growth) 
and seeks to i d e n t i f y any mediating p s y c h o b i o l o g i c a l 
pathways. However, a review of t h i s l i t e r a t u r e i s beyond 
the scope of t h i s t h e s i s . The c o l l e c t i o n e d i t e d by 
S t o l l ( 1 9 7 9 ) t and the review papers of Fox (1976, 1978) 
Greer (1979) and Greer and S i l b e r f a r b (1982) provide 
e x c e l l e n t i n t r o d u c t i o n s to t h i s complex a r e a of r e s e a r c h . 
A more comprehensive b i b l i o g r a p h y of the l i t e r a t u r e i s 
a v a i l a b l e from the present author on req u e s t . 
S i n c e we a r e i n t e r e s t e d i n t e r m i n a l c a r e , we w i l l b r i e f l y 
c o n s i d e r the e f f e c t s of treatment on p a t i e n t s * 
p s y c h o l o g i c a l s t a t e . When c o n s i d e r i n g the papers reviewed 
below, i t i s n e c e s s a r y to a p p r e c i a t e t h a t i t i s d i f f i c u l t , 
i f not i m p o s s i b l e , to completely i s o l a t e treatment e f f e c t s 
from the ot h e r concomitants of a s p e c i f i c cancer, be those 
concomitants cause or e f f e c t of the canc e r per s e . A 
f u r t h e r c a v e a t as regards t h i s l i t e r a t u r e i s t h a t , f o r 
both methodological and t h e o r e t i c a l reasons a high 
p r o p o r t i o n of s t u d i e s have e l e c t e d to i n v e s t i g a t e women 
with b r e a s t cancer, and t h i s i s p a r t i c u l a r l y t r u e of more 
r e c e n t s t u d i e s . S i n c e women are more l i k e l y to d i e i n 
h o s p i t a l than men ( C a r t w r i g h t , Hockey and Anderson, 1973), 
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i t i s n o t c l e a r t o what d e g r e e t h e s t u d i e s t o be r e v i e w e d , 
e v e n when c o n d u c t e d i n t h i s c o u n t r y , r e f l e c t t h e same 
p o p u l a t i o n a s t h a t w h i c h i s t h e o b j e c t o f o u r s t u d i e s . 
P s y c h o l o g i c a l r e s p o n s e s t o t h e t r e a t m e n t o f c a n c e r The 
t r e a t m e n t o f c a n c e r i s i n v a r i a b l y h i g h l y i n v a s i v e f o r t h e 
p a t i e n t and can r e q u i r e p e r i o d s o f h o s p i t a l i s a t i o n f o r 
s u r g e r y , r a d i o t h e r a p y , chemotherapy o r a c o m b i n a t i o n o f 
t h e s e . The a v e r a g e p e r s o n w i l l f i n d any o f t h e s e 
p r o c e d u r e s t h r e a t e n i n g , o r b l u n t l y f r i g h t e n i n g . Thus one 
may e x p e c t t h e v e r y t r e a t m e n t o f t h e c a n c e r t o a f f e c t a 
p a t i e n t ' s p s y c h o l o g i c a l s t a t e . 
A number o f s t u d i e s have r e p o r t e d t h e p s y c h o l o g i c a l 
e f f e c t s o f t r e a t m e n t r e g i m e n s p e r s e on p a t i e n t s . A 
b r i e f o v e r v i e w o f t h i s r e s e a r c h l i t e r a t u r e i s g i v e n w i t h 
t h e aim o f e q u i p i n g us w i t h i n f o r m a t i o n p e r t i n e n t t o t h e 
p a t i e n t p o p u l a t i o n o f o u r s t u d i e s . The r e v i e w i s by no 
means e x h a u s t i v e and c a r e has been t a k e n t o p r e s e n t o n l y 
w e l l c o n d u c t e d s t u d i e s and r e p o r t o n l y t h e i r most 
s o u n d l y b a s e d f i n d i n g s . I t i s beyond t h e s c o p e o f t h e 
p r e s e n t r e v i e w t o e n t e r i n t o a number o f t h e d e b a t e s 
r a g i n g w i t h i n t h i s l i t e r a t u r e , e x c e p t i n t h e most 
s u p e r f i c i a l t e r m s , s i n c e t h e y r e v o l v e around t h e 
s p e c i f i c s o f d i f f e r e n t t r e a t m e n t r e g i m e n s d i f f e r e n t 
methods o f d e f i n i n g and s t a g i n g p a t i e n t s * c a n c e r s e t c . 
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S u r g e r y I n a p r o s p e c t i v e s t u d y o f women a d j u s t i n g t o 
t r e a t m e n t o f b r e a s t c a n c e r by mastectomy, M o r r i s , G r e e r 
and White ( 1 9 7 7 ) found t h a t women who r e m a i n e d s t r e s s e d by 
t h e o p e r a t i o n a t two y e a r f o l l o w up were c h a r a c t e r i s e d by 
h i g h p r e o p e r a t i v e n e u r o t i c i s m l e v e l s a s a s s e s s e d by 
E . P . I . . P r e o p e r a t i v e d e p r e s s i o n ( a s s e s s e d by H a m i l t o n 
R a t i n g S c a l e ) a l s o p r e d i c t e d poor a d j u s t m e n t , but 
p s y c h o s o c i a l v a r i a b l e s ( e . g . m a r i t a l , s e x u a l and 
i n t e r p e r s o n a l r e l a t i o n s h i p s ) were not r e l a t e d t o 
p o s t o p e r a t i v e a d j u s t m e n t . 
One o f t h e most r a d i c a l o p e r a t i o n s c u r r e n t l y performed, i s 
i n t r e a t m e n t o f a n o r e c t a l tumours and c o n s i s t s o f 
a b d o m i n o p e r i n e a l r e s e c t i o n o f t h e re c t u m w i t h c o n s t r u c t i o n 
of a permanent c o l o s t o m y . The problems o f p a t i e n t s who 
have r e c e i v e d t h i s o p e r a t i o n a r e e x t e n s i v e . They 
commonly i n c l u d e p o s t o p e r a t i v e d e p r e s s i o n , s o c i a l 
i s o l a t i o n and s e x u a l d i f f i c u l t i e s w h i c h i n many c a s e s 
thx*eatens t h e m a r i t a l s t a b i l i t y of t h e p a t i e n t ( D e v l i n , 
P l a n t and G r i f f i n , 1 9 7 1 ) . S i m i l a r f i n d i n g s have 
been r e p o r t e d f o r v a r i o u s m a j o r s u r g i c a l i n t e r v e n t i o n s 
f o r v a r i o u s c a n c e r s ( S u t h e r l a n d , Orbach, Dyk and B a r d , 
1952; S u t h e r l a n d , 1 9 6 7 ) , f o r d i s f i g u r i n g s u r g e r y f o r 
m a x i l l o f a c i a l c a n c e r s (Rozen, Ordway, C u r t i s and C a n t o r , 
1972) and f o r i l e o - c o n d u i t p r o c e d u r e s f o r b l a d d e r c a n c e r s 
( M i l l e r , 1 9 7 7 ) . 
W h i l s t t h e above s t u d i e s o f m a j o r s u r g i c a l i n t e r v e n t i o n s 
p a i n t a s a d p i c t u r e f o r t h e p a t i e n t s , t h e development o f 
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s u r g i c a l t e c h n i q u e s by wh i c h t h e damage c a n be "put 
r i g h t " , may h o l d out some r a y of hope f o r p a t i e n t s . G o i n 
and G o i n ( 1 9 8 1 ) c o n d u c t e d open ended i n t e r v i e w s w i t h 
mastectomy p a t i e n t s b e f o r e and a f t e r b r e a s t 
r e c o n s t r u c t i o n . They r e p o r t t h a t y ounger women r e a c t e d 
more o p e n l y , w i t h s t a g e d f e e l i n g s o f d e n i a l , a nger, 
d e s p a i r and d e p r e s s i o n . O l d e r m i d d l e - a g e d women e i t h e r 
n e v e r moved beyond t h e s t a g e o f d e n i a l , o r b y - p a s s e d t h e 
e a r l y s t a g e s and moved q u i c k l y i n t o one o f 
" p s e u d o a c c e p t a n c e " . B r e a s t r e c o n s t r u c t i o n r e l i e v e d many 
of t h e women o f t h e " s e n s e o f m u t i l a t i o n " , gave them more 
c o n f i d e n c e i n t h e i r a p p e a r a n c e w i t h w h i c h t o f a c e l i f e , 
e s p e c i a l l y a s a n c h o r e d i n t h e i r s e x u a l r e l a t i o n s h i p s . The 
c e n t r a l arguement o f t h i s r e p o r t i s a r e f u t a t i o n o f 
a s s e r t i o n s by p r e v i o u s a u t h o r s t h a t o l d e r women a r e l e s s 
u p s e t by mastectomy t h a n young women, b e c a u s e t h e i r 
b r e a s t s "have s e r v e d t h e i r p u r p o s e " ( e . g . Re n n e k e r and 
C u t l e r , 1 9 5 2 ) . 
S c h a l n , W e l l i s c h , Pasnau and L a n d s v e r k ( 1 9 8 5 ) r e p o r t t h a t 
p a t i e n t s , who had r e c o n s t r u c t i v e s u r g e r y a t t h e t i m e o r 
w i t h i n one y e a r o f mastectomy, v e r b a l i s e d s i g n i f i c a n t l y 
l e s s u p s e t t h a n women who d i d not have r e c o n s t r u c t i v e 
s u r g e r y f o r more t h a n a y e a r a f t e r mastectomy. The 
p i c t u r e drawn by way o f p s y c h o l o g i c a l i n v e n t o r i e s , 
however, i s somewhat d i f f e r e n t . The e a r l y r e c o n s t r u c t i o n 
group both e x c e e d e d t h e normal range and d i s p l a y e d a 
s i g n i f i c a n t l y h i g h e r l e v e l o f d e p r e s s i v e symptoms t h a n t h e 
o t h e r two g r o u p s . The e a r l y group a l s o e x c e e d e d t h e 
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normal r a n g e on 3 f u r t h e r s c a l e s but d i d not d i f f e r 
s i g n i f i c a n t l y from t h e o t h e r 2 groups on t h e s e . 
The a u t h o r s a r e u n a b l e t o o f f e r any c l e a r e x p l a n a t i o n f o r 
t h i s p a t t e r n o f r e s u l t s . W h i l s t r e c e i v i n g r a d i o - o r 
chemo-therapy d i d not appear t o c a u s e p a t i e n t s t o d e l a y 
h a v i n g r e c o n s t r u c t i v e s u r g e r y , t h e chemotherapy p a t i e n t s 
(2k% o f s a m p l e ) had h i g h e r s c o r e s on a l l s c a l e s t h a n 
d i d t h e non-chemotherapy p a t i e n t s , s i g n i f i c a n t l y s o 
f o r U s c a l e s , s o m a t i z a t i o n , o b s e s s i v e - c o m p u l s i v e , 
d e p r e s s i o n and p s y c h o t i c i s m . Common m o t i v a t i o n s f o r 
s e e k i n g r e c o n s t r u c t i v e s u r g e r y were t h e w i s h t o wear a 
w i d e r r a n g e o f c l o t h s and be r i d o f p r o s t h e s i s ( 75% 
m e n t i o n i n g ) , and d e s i r e t o improve s e x u a l r e l a t i o n s 
( 3 9 % ) . 
S t e i n b e r g , J u l i a n o and Wise (1985) compared p a t i e n t s who 
had one y e a r p r e v i o u s l y undergone r a d i c a l m a s t e c t o m i e s 
w i t h t h o s e who r e c e i v e d l u mpectomies p l u s r a d i o - t h e r a p y , 
u s i n g s t a n d a r d p s y c h o l o g i c a l i n v e n t o r i e s and i n t e r v i e w . 
The groups d i d not r a t e t h e m s e l v e s d i f f e r e n t l y i n terms o f 
p r e s e n t p h y s i c a l h e a l t h . Lumpectomy p a t i e n t s r e p o r t e d 
l e s s l o s s o f f e e l i n g s o f a t t r a c t i v e n e s s and were l e s s s e l f 
c o n s c i o u s o f t h e i r a p p e a r a n c e . They a l s o r e c e i v e d more 
s o c i a l s u p p o r t , were more c o m f o r t a b l e t a l k i n g about t h e i r 
s e x u a l i t y and saw t h e i r s e x u a l p a r t n e r s a s more s e x u a l 
t h a n d i d t h e mastectomy p a t i e n t s . The mastectomy p a t i e n t s 
r a t e d t h e m s e l v e s a s l e s s c o m f o r t a b l e t a l k i n g t o t h e i r 
p a r t n e r s about t h e i r s u r g e r y . The groups d i d not d i f f e r 
s i g n i f i c a n t l y i n a n x i e t y o r d e p r e s s i o n , but t h e mastectomy 
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group showed g r e a t e r a d j u s t m e n t d i f f i c u l t i e s t o l i f e a f t e r 
s u r g e r y t h a n d i d t h e lumpectomy group. O v e r a l l t h e 
r e s e a r c h e r s c o n c l u d e t h a t t h e r e a r e "some i m p o r t a n t 
p s y c h o l o g i c a l a d v a n t a g e s a s s o c i a t e d " w i t h lumpectomy o v e r 
mastectomy where i t i s p r a c t i c a b l e . 
Chemotherapy H o l l a n d (1977) • i n a pap e r a d d r e s s e d t o 
c l i n i c i a n s , p r o f f e r s p r a c t i c a l a d v i c e i n t h e management o f 
c a n c e r p a t i e n t s r e c e i v i n g chemotherapy, and s t r e s s e s t h e 
p s y c h o l o g i c a l i m p a c t o f t r e a t m e n t s i d e e f f e c t s . 
H o l l a n d a l l u d e s t o a paradox f a c i n g o n c o l o g i s t s t e l l i n g 
p a t i e n t s about t h e t r e a t m e n t t h e y a r e t o r e c e i v e . On 
the one hand, i n f o r m i n g p a t i e n t s about s i d e e f f e c t s t h a t 
may o c c u r o f t e n makes them e a s i e r t o b e a r when t h e y do. 
But on t h e o t h e r hand, a n t i c i p a t o r y a n x i e t y can i n some 
c a s e s s t i m u l a t e t h e s i d e e f f e c t , t h u s n a u s e a and v o m i t i n g 
can a r i s e b e f o r e t h e p a t i e n t r e c e i v e s t h e drug. He a l s o 
p o i n t s out t h a t some s i d e e f f e c t s have d i f f e r e n t 
s i g n i f i c a n c e and c a u s e d i f f e r e n t problems f o r d i f f e r e n t 
groups of p a t i e n t s . A l o p e c i a , a common s i d e e f f e c t , i s a 
c a s e i n p o i n t , b e i n g r e p o r t e d l y p a r t i c u l a r l y d i s t r e s s i n g 
t o women, t e e n a g e r s and young a d u l t s o f both s e x e s . 
Weakness and f a t i g u e , w h i c h o c c u r a s a r e s u l t o f some 
a n t i t u m o u r a g e n t s , c a n c a u s e d i s t r e s s v i a t h e s o c i a l 
i s o l a t i o n t h e y engender. The n e u r o t o x i c i t y o f a v a r i e t y 
o f d r u g s have a v a r i e t y o f a f f e c t s , w h i c h i n c l u d e 
c o n f u s i o n , d e l e r i u m , d e p r e s s i o n , h y p e r a c t i v i t y , i n s o m n i a , 
d i z z i n e s s , a t a x i a , p a r a l y s i s and s t u t t e r i n g . T h e s e 
a f f e c t s a r e a c o n s e q u e n c e o f d i r e c t n e u r o n a l damage, and 
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t h i s i s not a l w a y s r e v e r s a b l e . E f f e c t s on t h e autonomic 
n e r v o u s s y s t e m c a n c a u s e g a s t r o i n t e s t i n a l cramps, 
c o n s t i p a t i o n , and impotence, e a c h o f w h i c h w i l l have 
p s y c h o l o g i c a l c o n s e q u e n c e s . I n one s t u d y c o n d u c t e d by 
H o l l a n d , F a s a n e l l o and Ohnuma (197*A) t h e chemotherapy 
agent a d m i n i s t e r e d r e p o r t e d l y c a u s e d a f f e c t s 
c omparable t o p s y c h i a t r i c symptomology i n 26% of p a t i e n t s 
who r e c e i v e d i t . 
S i l b e r f a r b , P h i l i b e r t and L e v i n e (1980) u s e d a b a t t e r y 
o f s t a n d a r d t e s t s t o a s s e s s t h e c o g n i t i v e f u n c t i o n i n g and 
b e h a v i o u r o f a group o f p a t i e n t s a d m i t t e d to h o s p i t a l f o r 
chemotherapy. I n summary, t h e i r c e n t r a l f i n d i n g i s 
t h a t , r e g a r d l e s s o f t h e s p e c i f i c agent b e i n g 
a d m i n i s t e r e d , t h e s i t e o f t h e p r i m a r y tumour, o r t h e 
p r e s e n c e o r a b s e n c e o f m e t a s t e s e s , p a t i e n t s r e c e i v i n g 
c h e m o t h e r a p e u t i c a g e n t s e x h i b i t e d l o w e r l e v e l s o f 
c o g n i t i v e f u n c t i o n i n g t h a n d i d noncheraotherapy p a t i e n t s . 
P a t i e n t s c o r e s on t e s t s o f a f f e c t r u l e d d e p r e s s i o n 
and/or a n x i e t y l e v e l s out a s f a c t o r s c a u s i n g t h e low 
c o g n i t i v e f u n c t i o n i n g o f t h e p a t i e n t s . The r e s u l t s o f 
t h i s s t u d y would s u g g e s t a r e e v a l u a t i o n o f c o n c l u s i o n s 
drawn i n s t u d i e s s u c h a s t h a t o f D a v i e s , Q u i n l a n , 
McKegney and K i m b a l l (1973). who r e p o r t t h a t p h y s i c a l 
f a c t o r s r e l a t e d t o t h e i l l n e s s a p p e a r t o be t h e most 
i m p o r t a n t d e t e r m i n a n t s o f p a t i e n t s * p s y c h o l o g i c a l 
a d j u s t m e n t t o advanced c a n c e r . The p a t i e n t s i n t h e 
D a v i e s e t a l . s t u d y were a l l r e c e i v i n g chemotherapy, b u t 
no a t t e m p t a p p e a r s t o have been made t o t a k e t h e e f f e c t s 
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o f t r e a t m e n t i n t o a c c o u n t i n t h e a n a l y s i s o f r e s u l t s . I t 
t h u s seems r e a s o n a b l e t o a t t r i b u t e t h e i r f i n d i n g s a t 
l e a s t i n p a r t to e f f e c t s o f t h e c y t o t o x i n s w i t h w h i c h 
p a t i e n t s were b e i n g t r e a t e d . Thus t h e i r " p a r a d o x i c a l " 
f i n d i n g , t h a t p a t i e n t s e x h i b i t i n g i m p a i r m e n t o f " b r a i n 
f u n c t i o n i n g " s u r v i v e d l o n g e r t h a n t h o s e w i t h o u t c o g n i t i v e 
impairment, may w e l l r e f l e c t d i f f e r e n c e s i n t r e a t m e n t 
r e g i m e n s and t h e i r p s y c h o - a s w e l l a s c y t o - t o x i c e f f e c t s . 
But, i n t e r p r e t a t i o n o f t h e s e r e s u l t s r e m a i n s p r o b l e m a t i c 
b e c a u s e o f t h e compounding o f t r e a t m e n t and i l l n e s s 
e f f e c t s ; a problem w h i c h b e d e v i l s r e s e a r c h i n t h i s f i e l d . 
R a d i o t h e r a p y A l t h o u g h d e s i g n e d w i t h t h e i n t e n t i o n 
of f i n d i n g a s o l u t i o n t o a c l i n i c a l problem, a s t u d y by 
P a r s o n s , Webster and Dowd (1961) c l e a r l y d e m o n s t r a t e s t h a t 
r a d i o t h e r a p y can have d r a m a t i c e f f e c t s on p a t i e n t s . 
P a r s o n s e t a l . , i n a d o u b l e b l i n d s t u d y , e v a l u a t e d t h e 
e f f e c t o f t h e a d m i n i s t r a t i o n of p l a c e b o s i n t h e t r e a t m e n t 
o f r a d i a t i o n s i c k n e s s c a u s e d a s a s i d e e f f e c t o f 
r a d i o t h e r a p y . They r e p o r t t h a t "61 t o 72% o f a l l 
p a t i e n t s s u f f e r i n g from s o - c a l l e d r a d i a t i o n s i c k n e s s would 
r e s p o n d f a v o r a b l y to p l a c e b o m e d i c a t i o n " ( p . 1 2 9 ) . A l t h o u g h 
s i t e o f i r r a d i a t i o n , c u m u l a t i v e r a d i a t i o n dose and s e x o f 
p a t i e n t a r e r e l a t e d t o t h e e f f e c t i v e n e s s o f p l a c e b o , what 
i s c l e a r i s t h a t r a d i o t h e r a p y e f f e c t s a l a r g e p r o p o r t i o n 
o f p a t i e n t s i n a way t h a t , s i n c e i t i s r e s p o n s i v e t o 
p l a c e b o t r e a t m e n t , must be p s y c h o l o g i c a l l y m e d i a t e d . The 
p r e s e n t a u t h o r would s u g g e s t t h a t t h e prime c o n t e n d e r f o r 
t h i s m e d i a t i o n i s t h e e x p e c t a t i o n by both m e d i c a l s t a f f 
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and p a t i e n t s t h a t r a d i o t h e r a p y w i l l c a u s e v o m i t i n g , an 
e x p e c t a t i o n a l l u d e d t o by P a r s o n s e t a l . i n t h e i r p a p e r . 
But i n s p i t e o f t h i s f i n d i n g , i t i s s t i l l commonly 
b e l i e v e d t h a t r a d i o t h e r a p y c a u s e s n a u s e a and v o m i t i n g ( s e e 
Cro w t h e r , 1982; p.213). 
F o r e s t e r , K o r n f e l d and F l e i s s (1978) compared l e v e l s o f 
a n x i e t y and d e p r e s s i o n o f two groups of p a t i e n t s r e c e i v i n g 
e i t h e r b e t a t r o n o r h a l f l i n e a r a c c e l e r a t o r t h e r a p y . 
A n x i e t y and d e p r e s s i o n l e v e l s were h i g h i n both g r o u p s , 
but d e c r e a s e d f o r p a t i e n t s r e c e i v i n g t r e a t m e n t on t h e 
l i n e a r a c c e l e r a t o r and i n c r e a s e d i n b e t a t r o n p a t i e n t s 
o v e r t h e e n s u i n g weeks. T h e s e r e s u l t s a r e e x p l a i n e d a s 
r e s u l t i n g from g r o s s p h y s i c a l d i f f e r e n c e s i n t h e n a t u r e 
of t h e two m a c h i n e s and t h e rooms i n w h i c h t h e y w e r e 
s i t u a t e d : t h e l i n e a r a c c e l e r a t o r b e i n g s m a l l , q u i e t and 
r o t a t i n g d u r i n g o p e r a t i o n , t h e b e t a t r o n l a r g e n o i s y and 
s t a t i o n a r y . T h i s e x p l a n a t i o n was born o u t by p a t i e n t 
r e p o r t s . P a t i e n t s t r e a t e d on t h e fo r m e r machine d i d n o t 
e x p r e s s any s t r o n g emotions o r a t t i t u d e s about i t , b u t 
t h o s e t r e a t e d on t h e b e t a t r o n machine r e p o r t e d b e i n g 
t e r r i f i e d by t h e e x p e r i e n c e . P a t i e n t s who r e p o r t e d 
not knowing t h e i r d i a g n o s i s were i n i t i a l l y l e s s d e p r e s s e d 
t h a n p a t i e n t s who knew t h e y had c a n c e r . But a s t r e a t m e n t 
p r o g r e s s e d t h e f o r m e r became more d e p r e s s e d , a l t h o u g h 
t h e i r d e p r e s s i o n s c o r e s were s t i l l l o w e r t h a n t h o s e who 
knew a t t h e end o f t r e a t m e n t . One c a v e a t must be made 
c o n c e r n i n g t h i s s t u d y . P a t i e n t s were r e c e i v i n g t r e a t m e n t 
f o r a v a r i e t y o f d i f f e r e n t c a n c e r s . The two m a c h i n e s w e r e 
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d i f f e r e n t i a l l y u s e d f o r t r e a t m e n t o f d i f f e r e n t forms o f 
c a n c e r , a l t h o u g h t h e r e was "no h a r d and f a s t r u l e " . I t i s 
t h u s p o s s i b l e t h a t t h e d i f f e r e n c e s i n a f f e c t i v e r e s p o n s e s 
may have been a f u n c t i o n o f t h e d i s e a s e s , r a t h e r t h a n 
t h e m a c h i n e s u s e d f o r t r e a t m e n t . W h i l e t h e a u t h o r s r e j e c t 
t h i s i n t e r p r e t a t i o n t h e y f a i l t o p r o v i d e good e v i d e n c e 
t h a t t h i s i s n o t t h e c a s e . S i m i l a r l y no d a t a i s p r o v i d e d 
upon t h e b a s i s o f w h i c h one c o u l d r e j e c t a d i s e a s e b a s e d 
h y p o t h e s i s t o e x p l a i n t h e d i f f e r e n t a f f e c t i v e r e s p o n s e s o f 
p a t i e n t s who knew t h e i r d i a g n o s e s compared t o t h o s e who 
d i d n o t . 
Co m b i n a t i o n s o f t r e a t m e n t s S i l b e r f a r b , Maurer and 
Cr o u t h a m e l (19*80) s t u d i e d women r e c e i v i n g 3 d i f f e r e n t 
l e v e l s o f t r e a t m e n t f o r t h e i r b r e a s t c a n c e r s . The 
c a t e g o r i e s o f t r e a t m e n t r e p r e s e n t t h e 3 m a j o r t r e a t m e n t 
s t r a t e g i e s f o r b r e a s t c a n c e r . P r i m a r y t h e r a p y c o n s i s t s of 
mastectomy aimed a t c u r e , and o c c a s i o n a l l y i n c l u d e s 
a d j u n c t i v e r a d i o - o r chemo- t h e r a p y . R e c u r r e n t t h e r a p y 
o c c u r s a t t h e f i r s t r e c u r r e n c e o f c a n c e r , i s p r i m a r i l y 
p a l l i a t i v e and t y p i c a l l y c o n s i s t s o f r a d i a t i o n o r a b l a t i v e 
hormone t h e r a p y . F i n a l t h e r a p y i s t h e l a s t p o t e n t i a l l i n e 
o f d i s e a s e c o n t r o l , i s p u r e l y p a l l i a t i v e and c o n s i s t s o f 
chemotherapy. The commonest problem f o r a l l 3 groups 
o f women was s i t u a t e d i n t h e i r r e l a t i o n s h i p s w i t h t h e i r 
s e x u a l p a r t n e r s . The most e m o t i o n a l l y d i s t u r b i n g p e r i o d 
was t h e f i r s t r e c u r r e n c e o f t h e c a n c e r , w h i c h was c l e a r l y 
due t o t h e r e a l i s a t i o n t h a t c a n c e r had not been c u r e d t h e 
f i r s t t i m e round. P e r h a p s s u r p r i s i n g l y t h e women 
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r e c e i v i n g f i n a l t r e a t m e n t r e p o r t e d l e s s d e p r e s s i o n and 
a n x i e t y t h a n d i d t h o s e i n t h e o t h e r two groups. P h y s i c a l 
d i s a b i l i t y was not s i m p l y and l i n e a r l y r e l a t e d t o an 
i n c r e a s e i n e m o t i o n a l d i s t u r b a n c e . W h i l s t t h e r e c e i p t o f 
r a d i a t i o n t h e r a p y , e s p e c i a l l y a t p r i m a r y t r e a t m e n t , was 
a s s o c i a t e d w i t h h i g h e r l e v e l s o f d i s t r e s s , r e c e i p t o f 
a d j u n c t i v e chemotherapy was n o t . The a u t h o r s s u g g e s t t h a t 
r a d i o t h e r a p y may i n c r e a s e p a t i e n t s f e e l i n g s o f loss o f 
c o n t r o l o v e r t h e i l l n e s s m e d i a t i n g t h e i r d i s t r e s s . 
I n summary t h e n i t i s c l e a r t h a t t h e r e a r e a number o f 
p s y c h o l o g i c a l and s o c i a l c o n c o m i t a n t s o f c a n c e r . Some 
p s y c h o l o g i c a l e f f e c t s a r e r e l a t e d t o t h e d i s e a s e p r o c e s s 
i t s e l f . T h e s e may be m e d i a t e d e i t h e r p h y s i o l o g i c a l l y v i a 
b i o c h e m i c a l changes o c c u r i n g i n r e s p o n s e t o t h e 
p a t h o l o g y , o r ^  s o c i a l l y , v i a f o r example p a t i e n t s e l f 
p e r c e p t i o n . T h e r e a r e c l e a r l y a l s o p s y c h o l o g i c a l 
r e s p o n s e s t o t r e a t m e n t , a g a i n m e d i a t e d p h y s i o l o g i c a l l y and 
. s o c i a l l y . To c o m p l i c a t e t h e i s s u e f u r t h e r i t i s c l e a r 
t h a t t h e r e a r e p s y c h o l o g i c a l and s o c i a l f a c t o r s w h i c h a r e 
p r e c u r s o r s o f c a n c e r . T h e s e may p r e d i s p o s e p e o p l e t o 
d e v e l o p t h e d i s e a s e and/or i n f l u e n c e t h e p r o g n o s i s . We 
may t h u s e x p e c t t o f i n d i n our p a t i e n t sample a s i z e a b l e 
p r o p o r t i o n o f p a t i e n t s s u f f e r i n g from p s y c h o l o g i c a l 
e f f e c t s o f c a n c e r and i t s t r e a t m e n t . I t s h o u l d be n o t e d 
t h a t s i n c e , f o r example, t h e p s y c h o - t o x i c e f f e c t s o f 
c y t o - t o x i n s a r e n o t r e s t r i c t e d t o p a t i e n t s who know t h e i r 
d i a g n o s i s , s u c h p s y c h o l o g i c a l e f f e c t s a r e l i k e l y t o be 
s p r e a d t h r o u g h o u t t h e sample. What i s more, s i n c e we a r e 
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i n t e r e s t e d i n p a t i e n t s b e i n g t r e a t e d a t home i t i s l i k e l y 
t h a t t h e more e x t r e m e p s y c h o l o g i c a l d i s t u r b a n c e s w i l l n ot 
be r e p r e s e n t e d i n t h e sample. T h i s i s b e c a u s e s u c h 
e x t r e m e s a r e more l i k e l y t o be h o s p i t a l i s e d . 
Under t h e modern t r e a t m e n t regimen o f c a n c e r t h e p a t i e n t 
i s n ot s i m p l y r e f e r r e d by a g.p. t o a s p e c i a l i s t who 
h o s p i t a l i s e s t h e p a t i e n t f o r t r e a t m e n t w h i c h i s e i t h e r 
s u c c e s s f u l , r e s u l t i n g i n c u r e and r e t u r n home, o r 
u n s u c c e s s f u l i n wh i c h c a s e t h e p a t i e n t d i e s i n h o s p i t a l 
d u r i n g t r e a t m e n t . Many c a n c e r p a t i e n t s e n t e r h o s p i t a l 
f o r i n i t i a l t e s t s and t r e a t m e n t and t h e n e x p e r i e n c e an 
ex t e n d e d p e r i o d o f r e t u r n v i s i t s both a s o u t p a t i e n t s and 
a s i n p a t i e n t s t o t h e h o s p i t a l f o r f u r t h e r t r e a t m e n t . I n 
t h e c a s e o f chemotherapy f o r example i t i s not uncommon 
f o r a p a t i e n t t o spend 1 week i n 4 i n h o s p i t a l f o r 
t r e a t m e n t o v e r a p e r i o d o f 6-9 months o r more. D u r i n g 
t h i s p e r i o d t h e de g r e e of c o n t a c t w i t h t h e g.p. can 
d i f f e r g r e a t l y , depending on a number o f f a c t o r s . The 
f a c t o r s i n v o l v e d may i n c l u d e t h e s p e c i f i c n a t u r e o f t h e 
t r e a t m e n t , p s y c h o l o g i c a l f e a t u r e s o f t h e g.p., t h e 
p a t i e n t and t h e i r r e l a t i o n s h i p , t h e f a m i l y , t h e p a t i e n t ' s 
h e a l t h , t h e g.p.'s p r a c t i c e o r g a n i s a t i o n , w o r k l o a d e t c . . 
T h e s e f a c t o r s c a n i n t e r a c t i n a complex f a s h i o n and may 
r e s u l t a t one ex t r e m e w i t h no c o n t a c t between g.p. and 
p a t i e n t and a t t h e o t h e r w i t h e x t r e m e l y r e g u l a r 
c o n t a c t , p e r h a p s i n e x c e s s t o t h a t r e q u i r e d . 
The e x t e n d e d p e r i o d o f t r e a t m e n t may be s u c c e s s f u l . 
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r e s u l t i n g i n c u r e of t h e p a t i e n t ( a t l e a s t i n terms o f t h e 
5 y e a r s u r v i v a l c r i t e r i o n u s u a l l y u s e d ) , o r 
u n s u c c e s s f u l i n t h a t t h e p a t i e n t ' s c o n d i t i o n 
d e t e r i o r a t e s and she o r he e v e n t u a l l y d i e s , e i t h e r a t home 
o r i n an h o s p i t a l o r o t h e r i n s t i t u t i o n . T h i s a s p e c t o f 
p a t i e n t d e a t h i s o f some i m p o r t a n c e t o o u r s e l v e s and i t i s 
c o n s i d e r e d more f u l l y below. 
P l a c e of d e a t h and p l a c e o f t e r m i n a l c a r e 
T a b l e 1.02 below shows t h e number of d e a t h s t h a t o c c u r e d 
i n 1982 i n d i f f e r e n t p l a c e s f o r a l l c a u s e s o f d e a t h 
(O.P.C.S., 1 9 8 4 ) . 
T a b l e 1.02 
Deaths i n 1982 by s e x and p l a c e d e a t h o c c u r e d ; A l l 
c a u s e s . 
Males 
F e m a l e s 
T o t a l 
N. H. S 
H o s p i t a l s 
162,U13 
16a.U75 
326,888 
O t h e r 
I n s t i t u t 
i o n s 
20,304 
41,667 
61,971 
P r i v a t e 
Homes 
107, kU.9 
85,553 
193,002 
T o t a l 
290,166 
291.695 
581,861 
Some 56% o f both males and f e m a l e s d i e d i n N.H.S. 
h o s p i t a l s , w h i l e 30% o f ma l e s and 25% o f f e m a l e s d i e d i n 
t h e i r own homes. A g r e a t e r p r o p o r t i o n o f women t h a n men 
d i e i n i n s t i t u t i o n s o t h e r t h a n N.H.S. h o s p i t a l s ( 1 2 % 
compared t o 5% r e s p e c t i v e l y ) . C a r t w r i g h t e t a l . , ( 1 9 7 3 ) 
r e p o r t a s i m i l a r f i n d i n g i n a sample o f d e a t h s w h i c h were 
f o l l o w e d up and o f f e r t h e i n t e r p r e t i o n t h a t a s women d i e 
a t an o l d e r age t h a n men, a woman i s more l i k e l y t o n u r s e 
h e r s p o u s e a t home d u r i n g h i s l a s t i l l n e s s and t h e n have 
no-one t o h e l p h e r a t home a s she becomes f r a i l e r and 
e n t e r s h e r own f i n a l i l l n e s s . Thus t h e f e m a l e i s more 
l i k e l y t h a n t h e male t o e n t e r an i n s t i t u t i o n t owards t h e 
end o f l i f e and s u b s e q u e n t l y d i e t h e r e . 
T a b l e 1.03. b a s e d on O.P.C.S. (1984) f i g u r e s , b r e a k s down 
t h e c a u s e s o f d e a t h by i l l n e s s t o c o n s i d e r where p e o p l e 
d i e from c a n c e r , a s compared t o o t h e r d i s e a s e s . The 
t a b l e r e f l e c t s t h e o f t quoted s t a t i s t i c t h a t two t h i r d s o f 
d e a t h s i n t h e U.K. happen i n h o s p i t a l , whereas t h e 
p r o p o r t i o n i n t h e U.S.A. i s somewhat h i g h e r a t 
a p p r o x i m a t e l y 80%. I t i s p e r h a p s s u r p r i s i n g t o n o t e t h a t 
t h e p e r c e n t a g e o f d e a t h s from c a n c e r o c c u r i n g i n h o s p i t a l 
r e m a i n s s i m i l a r t o t h e o v e r a l l f i g u r e s , w i t h 68% of c a n c e r 
d e a t h s t a k i n g p l a c e i n h o s p i t a l s , compared t o 66% o f 
d e a t h s from o t h e r i l l n e s s e s o c c u r i n g t h e r e . 
T a b l e 1.03 
Deaths i n 1982 by p l a c e d e a t h o c c u r e d and c a u s e a s a 
p e r c e n t a g e o f t o t a l d e a t h s from d i s e a s e s 
Cause o f N.H.S O t h e r P r i v a t e T o t a l 
Death H o s p i t a l s I n s t i t u t - Homes 
i o n s 
C a n c e r 1U% 2% 8% 2k% 
O t h e r 
d i s e a s e s 4 2 % 9% 25% 76% 
T o t a l 56% 11% 33X 100% 
I t i s , however, u n c l e a r how much o f t h e t e r m i n a l c a r e o f 
t h e s e c a n c e r p a t i e n t s a c t u a l l y o c c u r e d i n h o s p i t a l , s i n c e 
a p a t i e n t does n o t n e c e s s a r i l y r e c e i v e t h e m a j o r i t y o f 
h i s o r h e r t e r m i n a l c a r e i n t h e p l a c e i n w h i c h he o r s h e 
e v e n t u a l l y d i e s . I t i s not uncommon f o r a p a t i e n t t o 
r e c e i v e months o f c a r e a t home and t h e n d u s t b e f o r e d e a t h 
t o be a d m i t e d t o h o s p i t a l . T h i s may be b e c a u s e a s e r i o u s 
downturn i n t h e p a t i e n t ' s c o n d i t i o n r e s u l t s i n t h e f a m i l y 
not b e i n g a b l e t o cope a t home, o r b e c a u s e " l a s t m i n u t e " 
m e a s u r e s t o p r o l o n g l i f e r e q u i r e h o s p i t a l i s a t i o n . 
A l t e r n a t i v e l y i t i s p o s s i b l e t h a t a f t e r months o f 
t r e a t m e n t i n h o s p i t a l aimed a t c u r e , i t becomes c l e a r t o 
t h e m e d i c a l team t h a t c u r e i s i m p o s s i b l e . The p a t i e n t 
may t h e n be r e l e a s e d from h o s p i t a l , e v e n t u a l l y t o d i e a t 
home. I n t h e i r s t u d y C a r t w r i g h t e t a l (1973) r e p o r t t h a t 
37% o f p a t i e n t s who d i e d a t home, had s p e n t t i m e a s 
i n p a t i e n t s d u r i n g t h e y e a r p r e c e d i n g d e a t h ; 2.8% o f a l l 
t h e p a t i e n t s who d i e d , had been r e l e a s e d from h o s p i t a l i n 
t h e months i m m e d i a t e l y p r i o r t o d e a t h . I n t h e s e 
c a s e s 71% o f t h e d e a t h s were e x p e c t e d by r e l a t i v e s . By 
c o m p a r i s o n 39% o f d e a t h s a t home w i t h no h i s t o r y o f 
h o s p i t a l t r e a t m e n t were e x p e c t e d . 
The o t h e r e s t i m a t e o f i n t e r e s t f o r o u r s e l v e s i n t h i s v e i n 
i s t h a t &9% o f p e o p l e who d i e d ( w h e t h e r a t home o r i n 
h o s p i t a l ) s p e n t most o f t h e p r e v i o u s y e a r a t home. The 
a v a i l a b l e s t a t i s t i c s do not d i s t i n g u i s h between t h e two 
a n t a g o n i s t i c p r o c e s s e s ( " r e l e a s e t o d i e " and " l a s t m i n u t e 
h e r o i s m " ) so i t i s d i f f i c u l t t o a c c u r a t e l y i d e n t i f y how 
many p e o p l e r e c e i v e t h e m a j o r i t y o f t h e i r t e r m i n a l c a r e a t 
home p e r annum. What i s c l e a r i s t h a t o f t h e 130,000 o r 
so d e a t h s p e r annum from c a n c e r a s i z e a b l e p r o p o r t i o n w i l l 
have r e c e i v e d c a r e from t h e i r g.p. a t home. On t h e 
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b a s i s o f t h e a v a i l a b l e s t a t i s t i c s we e s t i m a t e t h a t i n 
e x c e s s o f 40,000 c a n c e r p a t i e n t s p e r annum do most o f 
t h e i r d y i n g a t home under t h e c a r e of t h e i r g.p.. 
T h e r e a r e t h u s c o n s i d e r a b l e numbers o f p e o p l e r e c e i v i n g 
s u b s t a n t i a l amounts o f t e r m i n a l c a r e from t h e i r g.p.s 
e a c h y e a r i n t h i s c o u n t r y . As we s h a l l s e e when 
r e v i e w i n g t h e l i t e r a t u r e , p r e v i o u s s t u d i e s of t e r m i n a l 
c a r e have p r e d o m i n a n t l y been c a r r i e d out i n h o s p i t a l s and 
o t h e r i n s t i t u t i o n s s u c h a s h o s p i c e s . But a t l e a s t a 
t h i r d o f t e r m i n a l c a r e seems t o o c c u r i n t h e p a t i e n t ' s 
home under t h e s u p e r v i s i o n o f t h e p a t i e n t ' s g.p.. I n 
t h e s e c a s e s many of t h e problems f a c i n g t e r m i n a l p a t i e n t s 
w i l l be v e r y d i f f e r e n t t o t h o s e e n c o u n t e r e d i n h o s p i t a l . 
I t a l s o seems r e a s o n a b l e to s u s p e c t t h a t t h e p a t i e n t 
groups ( i e . t e r m i n a l p a t i e n t s d y i n g a t home and t e r m i n a l 
p a t i e n t s d y i n g i n h o s p i t a l ) may t h e m s e l v e s d i f f e r on a 
number of d i m e n s i o n s ( p s y c h o l o g i c a l , s o c i a l , a s w e l l a s 
m e d i c a l ) . 
The c o n t e n t o f t e r m i n a l c a r e The r e p o r t o f t h e 
w o r k i n g group on t e r m i n a l c a r e o f t h e D.H.S.S. s t a n d i n g 
s u b - c o m m i t t e e on c a n c e r a s s e r t s t h a t . 
"The main aim o f t h o s e p r o v i d i n g t e r m i n a l c a r e s h o u l d 
be t o improve t h e q u a l i t y o f d a i l y l i f e by removing o r 
a l l e v i a t i n g u n p l e a s a n t symptoms and h e l p i n g p r e v e n t 
t h e p a t i e n t from s u f f e r i n g f e a r o r l o n e l i n e s s . Many 
d i s t r e s s i n g symptoms may be r e l i e v e d by good b a s i c 
n u r s i n g c a r e . . . . S u r v e y s have c o n f i r m e d t h a t p a i n i s a 
m a j o r problem among t e r m i n a l c a n c e r p a t i e n t s , and a l s o 
t h a t most o f t h e p a i n i s u n n e c e s s a r y and due t o poor 
m e d i c a l management." 
( W i l k e s , 1980; p. 3) 
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A c c o r d i n g t o C a r t w r i g h t e t a l ' s (1973) r e p o r t t h e main 
h e l p r e q u i r e d by p a t i e n t s a t home p r i o r t o d e a t h a r e 
l i f t i n g , w a s h i n g , b a t h i n g , ( u n ) d r e s s i n g , u s i n g t h e 
l a v a t o r y and g e t t i n g i n t o and o u t o f bed, h e l p w i t h 
housework ( s u c h a s s h o p p i n g and c o o k i n g ) , h e l p t o g e t out 
of t h e house ( e . g . a d r i v e r ) and someone t o c o l l e c t t h e 
p e n s i o n . The m a j o r m e d i c a l h e l p needed by p a t i e n t s i s i n 
t a k i n g m e d i c i n e o r t a b l e t s , r e l a t i v e l y few r e q u i r e 
i n j e c t i o n s o r t h e d r e s s i n g o f wounds. A l t h o u g h t h e s e 
f i g u r e s r e f e r t o d e a t h s from a l l c a u s e s and one may 
e x p e c t t e r m i n a l l y i l l c a n c e r p a t i e n t s t o need more m e d i c a l 
h e l p , i t i s a p p a r a n t t h a t t h e burden o f t e r m i n a l c a r e does 
not r e q u i r e g r e a t e x p e r t i s e and can be c a r r i e d out by a 
h e a l t h y r e l a t i v e . Even t h e more t e c h n i c a l s k i l l s o f 
( e . g . ) g i v i n g i n j e c t i o n s and d r e s s i n g wounds can be t a u g h t 
t o a w i l l i n g r e l a t i v e , w i t h t h e g.p. and t o some e x t e n t 
t h e d i s t r i c t n u r s e , t a k i n g a s u p e r v i s o r y and m o n i t o r i n g 
r o l e . But n u r s i n g a d y i n g r e l a t i v e c a n be e x t r e m e l y 
h a r d work, e s p e c i a l l y i f t h e i l l n e s s c o n t i n u e s o v e r a 
p e r i o d o f months, and not a l l r e l a t i v e s a r e c a p a b l e o r 
w i l l i n g t o s u p p l y t h e h e l p needed. The r e s p o n s i b i l i t y 
f o r c a r e o f t h e d y i n g p a t i e n t n o r m a l l y f a l l s t o t h e s p o u s e 
and/or d a u g h t e r , w i t h s o n s , s i b l i n g s , and o t h e r r e l a t i v e s 
r e s p e c t i v e l y p l a y i n g l e s s e r p a r t s . 
A l t h o u g h t h i s t h e s i s i s p r i m a r i l y c o n c e r n e d w i t h t h e g.p. 
and t h e t e r m i n a l l y i l l p a t i e n t , g.p.s toda y r a r e l y 
p r a c t i c e i n i s o l a t i o n , but i n v o l v e a number o f o t h e r 
p r o f e s s i o n a l w o r k e r s i n t h e i r p a t i e n t c a r e . A b r i e f 
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resume o f t h e c a r e p r o f f e r e d by o t h e r p r o f e s s i o n a l s i s 
n e c e s s a r y . A p p r o x i m a t e l y 33% o f p a t i e n t s who d i e and 
have been a t home d u r i n g t h e p r e v i o u s y e a r r e c e i v e h e l p 
from t h e d i s t r i c t n u r s e . Much of t h i s c a r e i s 
r e l a t i v e l y s h o r t t e r m i n n a t u r e , h a l f b e i n g f o r l e s s t h a n 
a month, t h e l a t t e r p r e s u m a b l y d u r i n g a c r i s i s b e f o r e t h e 
p a t i e n t d i e s o r e n t e r s h o s p i t a l . C a r t w r i g h t e t a l 
(1973) r e p o r t t h a t t h e r e i s a l s o a s i z e a b l e number o f 
p a t i e n t s who r e c e i v e r e g u l a r v i s i t s from a d i s t r i c t n u r s e . 
I f we e x t r a p o l a t e t h e i r f i g u r e s to o u r e s t i m a t e o f 40,000 
p a t i e n t s d o i n g most o f t h e i r d y i n g a t home some 5.000 
p a t i e n t s would be v i s i t e d by a d i s t r i c t n u r s e a t l e a s t 
d a i l y f o r 1 t o 3 months, and 3,500 f o r between 3 months 
and a y e a r . The work done by t h e d i s t r i c t n u r s e f o r t h e 
t e r m i n a l p a t i e n t o b v i o u s l y d i f f e r s g r e a t l y a c c o r d i n g t o 
i n d i v i d u a l c i r c u m s t a n c e s . However much of i t i s s i m i l a r 
t o t h a t p r o v i d e d by r e l a t i v e s , l i f t i n g , w a s h i n g , 
bedmaking e t c . B e s i d e t h e g.p. t h e d i s t r i c t n u r s e i s 
p r o b a b l y t h e most i m p o r t a n t p r o f e s s i o n a l i n v o l v e d i n t h e 
home c a r e o f t h e t e r m i n a l l y i l l . I n f a c t t h e d i s t r i c t 
won 
n u r s e i s l i k e l y t o h a v e , c o n t a c t w i t h t h e p a t i e n t and h i s 
o r h e r f a m i l y t h a n t h e g.p., o r any o t h e r p r o f e s s i o n a l 
w o r k e r ( T a b l e 1.04). 
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T a b l e 1.04 
Help r e c e i v e d by p a t i e n t s d y i n g a t home. 
P r o f e s s i o n a l % a i d e d by t h i s 
o r s e r v i c e p r o f e s s i o n a l o r s e r v i c e 
D i s t r i c t Nurse 33^ 
H e a l t h V i s i t o r 8% 
O t h e r n u r s e 5% 
S o c i a l S e r v i c e s 
home h e l p 10% 
S p e c i a l L a u n d r y S e r v i c e 2% 
C h i r o p o d i s t 11% 
M i n i s t e r o f R e l i g i o n 2 9 % 
O t h e r l o c a l a u t h o r i t y 
o r v o l u n t a r y s e r v i c e 1 2 % 
None o f above 41% 
( a d a p t e d from C a r t w r i g h t e t a l , 1973; T a b l e 19 P- 33) 
The c a t e g o r y o t h e r l o c a l a u t h o r i t y o r v o l u n t a r y 
o r g a n i s a t i o n i n c l u d e s an i m p o r t a n t s o u r c e o f h e l p f o r a 
number o f t e r m i n a l c a n c e r p a t i e n t s . A number o f 
v o l u n t a r y o r g a n i s a t i o n s aim t h e i r s e r v i c e s a t a r e a s n o t 
a d a q u a t e l y c o v e r e d by t h e s t a t u t a r y a u t h o r i t i e s . Of 
ma j o r i m p o r t a n c e a r e t h e n i g h t s i t t i n g s e r v i c e s p r o v i d e d 
by s u c h o r g a n i s a t i o n s a s t h e M a r i e C u r i e M e m o r ial 
F o u n d a t i o n and t h e N a t i o n a l S o c i e t y f o r C a n c e r R e l i e f . 
A l t h o u g h t h e h e l p r e c e i v e d from t h e s e s o u r c e s i s o f m a j o r 
i m p o r t a n c e t o t h o s e who r e c e i v e i t , t h e number h e l p e d i s a 
s m a l l p r o p o r t i o n o f t h o s e who would b e n e f i t from s u c h 
h e l p . 
Communication between t h e d i s t r i c t n u r s e and t h e 
t e r m i n a l l y i l l . The r e s t o f t h i s t h e s i s f o c u s e s on 
t h e c o m m u n i c a t i o n between t h e g.p. and t e r m i n a l p a t i e n t . 
Y e t d i s t r i c t n u r s e s t e n d t o have f a r more and r e g u l a r 
c o n t a c t w i t h t h e p a t i e n t and spend more t i m e w i t h t h e 
-33-
p a t i e n t t h a n do g.p.s. A word o f e x p l a n a t i o n a p p e a r s 
p e r t i n e n t a s t o why we have i n v e s t i g a t e d g.p.s r a t h e r t h a n 
n u r s e s . The g.p. i s t h e p e r s o n who i s r e s p o n s i b l e f o r 
t h e c a r e o f t h e p a t i e n t andjjfhe i s ( a t l e a s t t h e o r e t i c a l l y ) 
p i v o t a l i n t h e a d m i n i s t r a t i o n and c o o r d i n a t i o n o f t h e 
p a t i e n t ' s c a r e . The g.p. i s t h u s t h e one who must make 
d e c i s i o n s about t h e p a t i e n t ' s c a r e even though 
r e s p o n s i b i l t y f o r c a r r y i n g i t o u t may be d e l e g a t e d t o 
o t h e r s . The n u r s e c a r r i e s o u t t h e day t o day r o u t i n e 
c a r e , but i n a s e n s e t h i s i s done under t h e a u t h o r i t y o f 
t h e g.p.. Even though t h e n u r s e may a c t u a l l y be an 
employee o f t h e N.H.S. L o c a l H e a l t h A u t h o r i t y ( and t h u s 
under t h e a u t h o r i t y of i t s N u r s i n g O f f i c e r ) , t h e n u r s e i s 
p e r c e i v e d by t h e m a j o r i t y o f p a t i e n t s and t h e i r f a m i l i e s 
t o be t h e age n t o f t h e g e n e r a l p r a c t i t i o n e r and a c t i n g 
under t h i s a u t h o r i t y . N u r s e s a l s o c o n s i d e r , i n most 
c a s e s , t h e d o c t o r t o be t h e c o r r e c t p e r s o n t o make 
d e c i s i o n s about t r e a t m e n t and r e l a t e d i s s u e s . Thus a 
d e c i s i o n t o communicate i n f o r m a t i o n about i l l n e s s o r 
t r e a t m e n t t o a p a t i e n t o r f a m i l y i s c u s t o m a r i l l y s e e n by 
a l l i n v o l v e d t o be t h e d o c t o r ' s p e r o g a t i v e . T h i s p o i n t 
i s c o n f i r m e d by T i f f a n y ' s (1977) a s s u m p t i o n t h a t i t i s 
" t h e d o c t o r who has had a " c h a t " w i t h t h e p a t i e n t , " (p.75) 
i n h i s d i s c u s s i o n o f n u r s i n g c a n c e r p a t i e n t s . F u r t h e r 
i t i s a p o i n t amply e x e m p l i f i e d i n t h e l i t e r a t u r e , 
( e . g . M c i n t o s h , 1978; PP.71-80: F i e l d , 1983). 
The n u r s e n o t o n l y s e e s t h e d o c t o r a s t h e c o r r e c t 
a u t h o r i t y f o r d e c i s i o n s about t r e a t m e n t e t c . , 79% o f 
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n u r s e s a l s o c o n s i d e r t h e g.p. t o be t h e b e s t p e r s o n t o 
i m p a r t any i n f o r m a t i o n t o a p a t i e n t ( C a r t w r i g h t e t a l . , 
1 9 7 3 ) . Only 2% o f n u r s e s r e s p o n d e d t h a t t h e n u r s e would 
be t h e b e s t p e r s o n t o do t h i s . The d i s t r i c t n u r s e s 
i n t e r v i e w e d by C a r t w r i g h t f s team d e s c r i b e d a number o f 
ways f o r d e a l i n g w i t h i n q u i s i t i v e t e r m i n a l p a t i e n t s . 31% 
o f n u r s e s r e p o r t e d t h a t t h e y would t e l l t h e p a t i e n t t o a s k 
t h e d o c t o r and 65% would a v o i d t h e q u e s t i o n . O v e r a l l t h e 
r e s p o n s e s s u g g e s t t h a t t h i s i s w i d e l y a c c e p t e d , p r o b a b l y 
r e s u l t i n g from t r a i n i n g . One r e s p o n d a n t f o r example i s 
quoted a s s a y i n g : " U s u a l l y a d v i s e d o c t o r . I t i s not o u r 
p l a c e to t e l l them. We've had t h i s d r i l l e d i n t o u s , " 
( C a r t w r i g h t e t a l . , 1973; p . 1 8 3 ) . 
N u r s e s do not r e g u l a r l y o r r o u t i n e l y i n f o r m p a t i e n t s o f 
t h e i r i l l n e s s e s , e i t h e r i n h o s p i t a l o r o u t s i d e . E v e n i n 
t h o s e r a r e c a s e s when a n u r s e does i n f o r m a p a t i e n t , i t i s 
l i k e l y t o be done on t h e a u t h o r i t y o f t h e d o c t o r 
f o l l o w i n g d i s c u s s i o n ( F i e l d , 1 9 8 3 ) . On t h e o t h e r 
hand t h e g.p. i s not o n l y c o n s i d e r e d by o t h e r s , but a l s o 
c o n s i d e r s , h i m s e l f t o be t h e b e s t p e r s o n t o t e l l . The g.p. 
i s t h e p r i m a r y s o u r c e o f i n f o r m a t i o n f o r most p a t i e n t s , 
w i t h a p p r o x i m a t e l y 60% o f p a t i e n t s who d i e d and who knew 
about t h e i r c o n d i t i o n , r e p o r t e d l y b e i n g i n f o r m e d by t h e i r 
g.p.s ( c a l c u l a t e d from C a r t w r i g h t e t a l ; 1973: t a b l e 6k 
p. 1 6 4 ) . But t h e r e i s a d i f f e r e n c e i n who i n f o r m s t h e 
p a t i e n t d e p e n d i n g on t h e p a t i e n t 1 s i l l n e s s . F o r d i s e a s e s 
o t h e r t h a n c a n c e r more t h a n 3 t i m e s a s many p a t i e n t s a r e 
t o l d by t h e i r g.p.s t h a n a r e t o l d by h o s p i t a l d o c t o r s . 
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w h i l s t f o r c a n c e r t h e r e i s about an even s p l i t between 
g.p.s and h o s p i t a l p e r s o n n e l . One r e a s o n t h i s may o c c u r 
i s b e c a u s e t h e d i a g n o s t i c d i f f i c u l t i e s a s s o c i a t e d w i t h 
c a n c e r r e s u l t i n f i r m d i a g n o s i s o n l y b e i n g made i n 
h o s p i t a l . But t h i s i s p r o b a b l y not t h e o n l y r e a s o n s i n c e 
numerous o t h e r d i s e a s e p r o c e s s e s r e q u i r e c o n f i r m a t o r y 
t e s t s t o be c a r r i e d out i n h o s p i t a l . Whatever t h e r e a s o n s 
u n d e r l y i n g t h i s d i f f e r e n c e t h e r e s u l t i s t h e same; g.p.s 
a r e r e s p o n s i b l e f o r n e a r l y 50% o f t h e t e l l i n g of t e r m i n a l 
c a n c e r p a t i e n t s . 
But i n t h e C a r t w r i g h t e t a l . ( 1 9 7 3 ) s t u d y 50% o f t h e 
c a n c e r p a t i e n t s who d e f i n i t e l y knew t h e y were d y i n g had 
n e v e r been t o l d by a d o c t o r , and 85% had n e v e r been t o l d 
by anybody. A l t h o u g h t h e r e a r e m e t h o d o l o g i c a l p r o b l e m s 
w i t h t h e C a r t w r i g h t s t u d y , t h e most i m o r t a n t b e i n g t h e i r 
dependance on t h i r d p a r t y r e p o r t s o f d e c e a s e d p a t i e n t s * 
knowledge, t h e s t u d y r e v e a l s t h a t many more p a t i e n t s know 
t h e y a r e d y i n g t h a n have been f o r m a l l y t o l d by d o c t o r s . A 
s t a t i s t i c t h a t i s r e g u l a r l y quoted i n t h i s v e i n i s t h a t 
"80% o f d y i n g p a t i e n t s know t h a t t h e y a r e d y i n g and 
would w i s h t o t a l k about i t and t h a t 80% of d o c t o r s 
deny t h i s and b e l i e v e t h a t p a t i e n t s s h o u l d n o t be 
t o l d " 
( F l e t c h e r , 1973; P. 29) 
T h e s e f i g u r e s a r e however o f u n c e r t a i n v a l i d i t y and 
p r o b a b l y r e f l e c t t h e d i f f i c u l t i e s e x p e r i e n c e d by d o c t o r s 
and t e r m i n a l p a t i e n t s i n comm u n i c a t i n g w i t h e a c h o t h e r . 
The f i n d i n g s o f C a r t w r i g h t e t a l ( 1 9 7 3 ) pose s o m e t h i n g o f 
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a problem s i n c e a c c o r d i n g t o them 50% o f ^ c a n c e r 
p a t i e n t s and 23% o f t h e o t h e r p a t i e n t s , who knew t h a t t h e y 
were d y i n g , were not t o l d by t h e i r d o c t o r . I n f a c t o n l y 
10% o f c a n c e r and 5% o f o t h e r p a t i e n t s who knew were 
t o l d by anyone. T h e s e s t a t i s t i c s r e v e a l one o f t h e 
i s s u e s , w h i c h c o n s t i t u t e t h e c e n t r a l c o r e o f t h i s t h e s i s . 
I f i n t h e r e g i o n o f &5% o f p a t i e n t s , who " d e f i n i t e l y knew" 
t h a t t h e y were d y i n g , had n e v e r been t o l d by anyone, how 
d i d t h e y a r r i v e a t s u c h a f i r m , a c c u r a t e , though 
p e s s i m i s t i c c o n c l u s i o n about t h e i r f u t u r e s ? 
The o t h e r c e n t r a l problem t o be t a c k l e d i n t h i s t h e s i s i s 
r e f l e c t e d by t h e q u o t a t i o n from F l e t c h e r . Whatever t h e 
v a l i d i t y o f t h e f i g u r e s quoted i t i s g e n e r a l l y r e c o g n i s e d 
t h a t B r i t i s h d o c t o r s do n o t f o r t h e most p a r t t e l l 
p a t i e n t s when t h e y have c a n c e r and a r e d y i n g . T h i s 
has been t h e f o c u s o f c o n s i d e r a b l e media a t t e n t i o n o v e r 
r e c e n t y e a r s w i t h more t h a n one documentary a d d r e s s e d a t 
t h e i s s u e s i n v o l v e d . F o r example d u r i n g t h e p e r i o d when 
t h e f i e l d w o r k r e p o r t e d i n t h i s t h e s i s was b e i n g 
u n d e r t a k e n , t h e B.B.C. s c r e e n e d t h e i r " D o c t o r s ' Dilemmas" 
s e r i e s , one r e p o r t o f w h i c h s p e c i f i c a l l y c o n s i d e r e d t h e 
problems o f t e l l i n g c a n c e r p a t i e n t s . The problem c a n be 
s t a t e d i n g e n e r a l t e r m s q u i t e s i m p l y . I f g.p.s do n o t 
t e l l t e r m i n a l p a t i e n t s , how can we e x p l a i n t h i s 
r e t i c e n c e ? I s i t s i m p l y a f u n c t i o n o f d e s i r e n o t t o 
u p s e t p a t i e n t s o r a r e o t h e r f a c t o r s i n v o l v e d ? T h i s 
problem w i l l be more c a r e f u l l y f o r m u l a t e d l a t e r o n ce we 
have had t h e o p p o r t u n i t y t o c o n s i d e r some o f t h e r e l e v a n t 
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l i t e r a t u r e . But l e t us now c o n s i d e r t h e p l a n o f t h i s 
t h e s i s . 
C h a p t e r 2 c o n s i s t s o f a w i d e r a n g i n g and a t t i m e s 
d i s p a r a t e r e v i e w o f l i t e r a t u r e . The main t h r e a d o f t h i s 
r e v i e w i s a c o n s i d e r a t i o n o f e m p i r i c a l r e s e a r c h i n t o 
d o c t o r p a t i e n t communication. C h a p t e r 3 t h e n r e v i e w s a 
l a r g e body o f work wh i c h h a s grown up on t h e b a s i s o f t h e 
a p p l i c a t i o n o f r o l e t h e o r y n o t i o n s t o t h e m e d i c a l 
end&vour. C h a p t e r li d e s c r i b e s t h e r e s e a r c h d e s i g n and 
c o r e m e t h o d o l o g i e s used t h r o u g h o u t t h e r e p o r t e d r e s e a r c h . 
C h a p t e r s 5» 6 and 7 r e p o r t t h e r e s u l t s o f t h e f i r s t s t u d y . 
A resume and d i s c u s s i o n o f t h e s e r e s u l t s i s g i v e n i n 
C h a p t e r 8. T h i s l e a d s i n t o t h e way t h e r e s e a r c h p a r a d i g m 
was m o d i f i e d f o r t h e s e c o n d s t u d y . C h a p t e r s 9# and 10 
then r e p o r t t h e r e s u l t s o f t h e s e c o n d s t u d y p e r m i t t i n g us 
t o b r i n g t h e v a r i o u s t h r e a d s t o g e t h e r a g a i n i n o u r 
d i s c u s s i o n and c o n c l u s i o n s i n C h a p t e r 11. 
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CHAPTER 2 
D o c t o r s , p a t i e n t s , and communication: a r e v i e w 
F e a r o f d e a t h . T h i s m a t t e r i s one t h a t t h e 
p a t i e n t u s u a l l y d i s c u s s e s more r e a d i l y w i t h t h e 
c h a p l a i n . 
W e a t h e r a l l e t a l . ( 1 9 8 3 ) . 
O x f o r d Textbook o f M e d i c i n e . 
( P . 1 . 4 ) 
Good communication between d o c t o r s and p a t i e n t s i s o f t e n 
c o n s i d e r e d a x i o m a t i c o f good t e r m i n a l c a r e . The D.H.S.S. 
w o r k i n g group on t e r m i n a l c a r e a s s e r t e d t h a t ; 
"Many problems can be p r e v e n t e d i f i n f o r m a t i o n i s 
e f f e c t i v e l y communicated. When t h e d y i n g p a t i e n t a s k s 
f o r i n f o r m a t i o n t h e t r u t h s h o u l d u s u a l l y be g i v e n i n a 
k i n d l y and o p t i m i s t i c way, but s t i l l i n a way w h i c h i s 
r e c o g n i s a b l y t h e t r u t h . As t h e i r i l l n e s s p r o g r e s s e s 
p a t i e n t s o f t e n w i s h t o know more and o f t e n p a s t l i e s 
form a b a r r i e r s o t h a t t h e p a t i e n t f e e l s a n x i o u s and 
i s o l a t e d . " 
( W i l k e s , 1980; p.ti) 
T h i s s t a t e m e n t must be r e c o g n i s e d f o r what i t i s ; a 
n o r m a t i v e d e s c r i p t i o n o f t h e way t h i n g s ought to be. T h i s 
r e f l e c t s t h e n a t u r e o f t h e document from w h i c h i t was 
drawn; a p o l i c y document making recommendations f o r 
i m p l e m e n t a t i o n a t a n a t i o n a l l e v e l . However, t h e r e a r e a 
number of p r o b l e m a t i c f e a t u r e s i n t h e above s t a t e m e n t . 
F i r s t , t h e a s s e r t i o n commencing w i t h t h e words " a s t h e i r 
i l l n e s s p r o g r e s s e s " , i s ba s e d on t h e c l i n i c a l e x p e r i e n c e 
and i m p r e s s i o n s o f t h e a u t h o r s , not e m p i r i c a l 
e v i d e n c e . Second, i m p l i c i t w i t h i n t h e document a s a 
whole i s an a s s u m p t i o n r e f l e c t e d i n t h e above q u o t a t i o n , 
t h a t i t i s s i m p l y a m a t t e r o f d o c t o r s t e l l i n g p a t i e n t s 
something l i k e , "you have s u c h and s u c h an i l l n e s s and 
t h i s w i l l happen", f o r p a t i e n t s t o know what i s wrong and 
t h e l i k e l y outcome. However, t h e r e s e a r c h r e v i e w e d below 
r e v e a l s t h i s t o be an o v e r s i m p l i s t i c v i e w o f what o c c u r s 
i n d o c t o r p a t i e n t i n t e r a c t i o n s . F i n a l l y , i t seems 
r e a s o n a b l e t o i n f e r from t h e above q u o t a t i o n t h a t s i n c e 
t h e a u t h o r s f e e l t h a t i t i s n e c e s s a r y t o e x t o l t h e v i r t u e s 
o f t e l l i n g p a t i e n t s , not t e l l i n g them i s w i d e s p r e a d . 
B e f o r e t u r n i n g t o t h e s p e c i f i c i s s u e o f t e l l i n g t h e 
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t e r m i n a l l y i l l we c o n s i d e r t h e more g e n e r a l l i t e r a t u r e o f 
d o c t o r - p a t i e n t communication. 
Communication Between D o c t o r s and P a t i e n t s 
T h e r e have been many s t u d i e s o f t h e commu n i c a t i o n between 
d o c t o r s and p a t i e n t s , t h e m a j o r i t y o f w h i c h have been 
c o n d u c t e d i n i n s t i t u t i o n a l s e t t i n g s , n o r m a l l y o u t p a t i e n t 
c l i n i c s . T h e s e s t u d i e s c a n be b r o a d l y ( i f 
somewhat a r t i f i c i a l l y ) d i v i d e d under two h e a d i n g s ; p r o c e s s 
and outcome s t u d i e s . A l t h o u g h t h e r e i s a c e r t a i n amount 
of o v e r l a p , t h i s d i s t i n c t i o n i s u s e d t o s t r u c t u r e t h i s 
s e c t i o n o f t h e r e v i e w . The p u r p o s e o f t h i s r e v i e w i s t o 
expose t h e g e n e r a l f e a t u r e s o f and p r i n c i p l e s u n d e r l y i n g 
what o c c u r s d u r i n g c o n s u l t a t i o n s . The r e v i e w i s by no 
means e x h a u s t i v e . The p r i m a r y i n t e r e s t i s t h e 
i n f o r m a t i o n exchange t h a t o c c u r s d u r i n g c o n s u l t a t i o n s . We 
t h u s c o n c e n t r a t e on v e r b a l b e h a v i o u r s d u r i n g t h e 
c o n s u l t a t i o n , a l t h o u g h b r i e f l y c o n s i d e r i n g n o n - v e r b a l 
a s p e c t s o f d o c t o r - p a t i e n t i n t e r a c t i o n s . 
Outcome S t u d i e s o f D o c t o r - P a t i e n t Communication 
The m a j o r p s y c h o l o g i c a l outcome v a r i a b l e s w h i c h have 
r e c e i v e d t h e a t t e n t i o n of r e s e a r c h e r s have been p a t i e n t 
u n d e r s t a n d i n g o f and memory f o r i n f o r m a t i o n , s a t i s f a c t i o n 
w i t h t h e c o n s u l t a t i o n and c o m p l i a n c e w i t h p r e s c r i b e d 
t r e a t m e n t . The p r e m i s e u n d e r l y i n g t h e c h o i c e o f t h e s e 
v a r i a b l e s f o r s t u d y i s t h a t h i g h l e v e l s o f a l l k a r e 
c o n s i s t e n t w i t h e f f e c t i v e m e d i c a l t r e a t m e n t . T h i s p r e m i s e 
i s made e x p l i c i t i n L e y ' s model ( L e y , 1 983) ( F i g u r e 2 . 0 1 ) . 
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The i m p o r t a n t l i n k w i t h t r e a t m e n t i n t h i s model i s 
c o m p l i a n c e , s i n c e i f t h e t r e a t m e n t i s t o be e f f e c t i v e t h e 
p a t i e n t must f o l l o w d o c t o r ' s o r d e r s . We w i l l r e v i e w t h e 
mador f i n d i n g s f o r e a c h o f t h e s e U v a r i a b l e s i n o r d e r . 
U n d e r s t a n d i n g 
S a t i s f a c t i o n • C o m p l i a n c e 
F i g u r e 2.01 
L e y ' s c o g n i t i v e model o f t h e r e l a t i o n s h i p between p a t i e n t 
u n d e r s t a n d i n g o f and memory f o r m e d i c a l i n f o r m a t i o n . 
s a t i s f a c t i o n w i t h t h e c o n s u l t a t i o n , and c o m p l i a n c e w i t h 
t r e a t m e n t regimen. ( A f t e r Ley, 1983) 
U n d e r s t a n d i n g : The i n v e s t i g a t i o n o f p a t i e n t s ' 
u n d e r s t a n d i n g o f m e d i c a l c o m m u n i c a t i o n s h a s approached t h e 
problem from a number o f d i f f e r e n t d i r e c t i o n s u s i n g 
d i f f e r e n t m e t h o d o l o g i e s . One i n d i r e c t method has been t h e 
us e o f g e n e r a l m e d i c a l knowledge t e s t s . T h e s e a s s e s s t h e 
l i k e l i h o o d t h a t p e r s o n s a s p a t i e n t s would u n d e r s t a n d what 
a d o c t o r t o l d them. W h i l e t h i s t e c h n i q u e c a n o n l y u n e a r t h 
common m i s c o n c e p t i o n s , i t has done s o on a number o f 
o c c a s i o n s . F o r example B o y l e ( 1 9 7 0 ) i n v e s t i g a t e d 
o u t - p a t i e n t c l i n i c a t t e n d e r s ' u n d e r s t a n d i n g o f s u c h 
u b i q u i t o u s m e d i c a l terms a s " d i a r r h o e a " , " c o n s t i p a t i o n " , 
" p i l e s " , " a r t h r i t i s " and " a m e d i c i n e " . He found t h a t t h e 
number o f p a t i e n t s r e s p o n d i n g c o r r e c t l y t o d e f i n i t i o n s o f 
t h e words r a n g e d from 37% t o 88%. When i t came t o 
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i d e n t i f y i n g t h e l o c a t i o n o f m a j o r o r g a n s i n a body o u t l i n e 
d i a g r a m p a t i e n t s f a r e d even worse. O n l y 20% c o r r e c t l y 
i d e n t i f i e d t h e l o c a t i o n o f t h e stomach. O t h e r o r g a n s 
( e . g . K i d n e y s , h e a r t , l u n g s ) were c o r r e c t l y l o c a t e d by 
about 50% o f t h e sample and t h e p o s i t i o n of t h e i n t e s t i n e s 
most r e l i a b l y i d e n t i f i e d w i t h 77% c o r r e c t . I t i s w o r t h 
n o t i n g , however, t h a t not a l l o f t h e d o c t o r s c o m p l e t i n g 
t h e same q u e s t i o n n a i r e r e s p o n d e d c o r r e c t l y t o a l l 
q u e s t i o n s . A l t h o u g h t h e l o c a t i o n s o f a l l but one o f t h e 
o r g a n s were c o r r e c t l y i d e n t i f i e d by a l l d o c t o r s , t h e r e 
was some d i s a g r e e m e n t on t h e meaning of a number o f t h e 
m e d i c a l t e r m s . F o r example, 31% o f t h e d o c t o r s d i s a g r e e d 
w i t h t h e 'textbook* d e f i n i t i o n g i v e n f o r " d i a r r h o e a " . 
T h e s e r e s u l t s c o u l d be i n t e r p e t e d i n two ways. F i r s t l y 
t h e y c a l l t h e v a l i d i t y o f t h e t e s t i n s t r u m e n t i n t o 
q u e s t i o n . But s u c h r e s u l t s might a l s o s u g g e s t t h a t t h e 
d o c t o r s were b e t t e r a n a t o m i s t s t h a n communicators. 
Of p a r t i c u l a r r e l e v a n c e amongst t h e s t u d i e s u s i n g t h e 
g e n e r a l m e d i c a l knowledge q u e s t i o n n a i r e methodology i s a 
s t u d y c o n d u c t e d by Spelman and L e y ( 1 9 6 6 ) . T h e i r 
q u e s t i o n n a i r e d e a l t w i t h t h e c a u s e , symptoms, t r e a t m e n t 
and p r o g n o s i s o f 10 common i l l n e s s e s and was a d m i n i s t e r e d 
t o a v o l u n t e e r sample o f t h e g e n e r a l p u b l i c . Spelman and 
L e y r e p o r t t h e r e s u l t s o f t h i s s t u d y a s r e l a t e d t o 
s u b j e c t s ' knowledge o f l u n g c a n c e r . W h i l e 9 2 % o f t h e 
sample i d e n t i f i e d c i g a r e t t e smoking a s a known c a u s e o f 
t h e d i s e a s e and 75% t h a t i t was commonly t r e a t e d by 
r a d i o t h e r a p y , o n l y 55% knew t h a t a p e r s i s t e n t cough was 
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one o f i t s e a r l y symptoms and 56% t h a t s u f f e r e r s o f t h e 
d i s e a s e " u s u a l l y d i e w i t h i n 2-3 y e a r s o f c a n c e r b e i n g 
d i a g n o s e d " , 17% r e s p o n d i n g t h a t i t i s f r e q u e n t l y c u r e d . 
Spelman and Ley i n t e r p r e t t h e s e r e s u l t s a s i n d i c a t i v e o f 
poor knowledge o f l u n g c a n c e r p r o g n o s i s , e s p e c i a l l y 
amongst t h e "heavy s m o k e r s " i n t h e i r s ample o f whom 30.4% 
" e r r o n e o u s l y s a i d t h a t l u n g c a n c e r i s f r e q u e n t l y c u r e d by 
t r e a t m e n t " (p.210 ) . 
F i n d i n g s t h a t p a t i e n t s o f t e n have v e r y d i f f e r e n t 
u n d e r s t a n d i n g s of m e d i c a l terms t o d o c t o r s and poor 
knowledge o f i l l n e s s e s , s u g g e s t t h a t i t i s l i k e l y t h a t 
numerous f a i l u r e s o f communication i n m e d i c a l s e t t i n g s a r e 
r e l a t e d t o t h e s e d i v e r g e n c e s i n l a n g u a g e usage. But 
l i n g u i s t i c s o p h i s t i c a t i o n , i n terms o f m i d d l e c l a s s norms, 
may a l s o p l a y a p a r t . To i n v e s t i g a t e p a t i e n t s * p o t e n t i a l 
u n d e r s t a n d i n g o f m e d i c a l i n f o r m a t i o n a number o f s t u d i e s 
have a p p l i e d r e a d a b i l i t y f o r m u l a e t o a v a r i e t y o f 
d i f f e r e n t m e d i c a l l e a f l e t s and p a m p h l e t s . Ley (1982, 
1983) r e v i e w i n g 7 s t u d i e s c o n d u c t e d by v a r i o u s 
r e s e a r c h e r s c o n c l u d e s t h a t o v e r 70% of t h e l e a f l e t s would 
be u n d e r s t o o d by l e s s t h a n h a l f t h e p o p u l a t i o n . 
A n o t h e r method o f a s s e s s i n g u n d e r s t a n d i n g o f m e d i c a l 
c o m m u n i c a t i o n s i n common usage i s p a t i e n t s e l f r e p o r t . 
A l t h o u g h prone t o t h e e r r o r t h a t p a t i e n t s r e p o r t 
u n d e r s t a n d i n g when i n f a c t t h e y do not, e v e n t h i s measure 
s u g g e s t s t h a t p a t i e n t u n d e r s t a n d i n g i s o f t e n low. 
A c c o r d i n g t o L ey ( 1 9 8 0 ) between 7% and 53% of p a t i e n t s 
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r e p o r t n o t u n d e r s t a n d i n g what t h e i r d o c t o r t o l d them 
d u r i n g t h e c o n s u l t a t i o n . B e h a v i o u r a l m e a s u r e s o f 
u n d e r s t a n d i n g p r o b a b l y g i v e more v a l i d and r e l i a b l e d a t a 
on t h e d e g r e e o f p a t i e n t u n d e r s t a n d i n g . The p r e f e r e d 
method f o r s u c h s t u d i e s c o n s i s t s o f c o m p a r i s o n o f 
c o n s u l t a t i o n c o n t e n t w i t h p o s t c o n s u l t a t i o n p a t i e n t 
r e p o r t o f what t h e d o c t o r s a i d . S i n c e t h i s method 
i n e v i t a b l y compounds u n d e r s t a n d i n g w i t h memory we c o n s i d e r 
t h e r e s u l t s o f t h e s e s t u d i e s under t h e h e a d i n g o f memory. 
Memory f o r m e d i c a l i n f o r m a t i o n : P a t i e n t s ' memory f o r t h e 
i n f o r m a t i o n g i v e n t o them by d o c t o r s has most o f t e n been 
a s s e s s e d by i n t e r v i e w , a l t h o u g h i n a s m a l l number o f 
s t u d i e s q u e s t i o n n a i r e s have been u s e d . Most s t u d i e s have 
t e s t e d p a t i e n t s u b j e c t s i m m e d i a t e l y a f t e r o r w i t h i n an 
hour o f t h e c o n s u l t a t i o n . But some s t u d i e s have a s s e s s e d 
p a t i e n t s * memory a t l a t e r d a t e s , up t o a month a f t e r t h e 
c o n s u l t a t i o n . However, i n none o f t h e s t u d i e s i s 
t h e r e a s i g n i f i c a n t c o r r e l a t i o n between t h e p r o p o r t i o n o f 
i n f o r m a t i o n f o r g o t t e n and l e n g t h o f t i m e e l a p s i n g between 
t h e c o n s u l t a t i o n and p a t i e n t s * r e c a l l b e i n g t e s t e d ( L e y , 
1 9 7 9 a ) . 
C o m p a r i s o n s o f t h e amount o f i n f o r m a t i o n g i v e n by t h e 
d o c t o r t o t h e p a t i e n t and how much t h e p a t i e n t r e c a l l e d on 
t e s t i n g , have r e s u l t e d i n a w ide r a n g e o f e s t i m a t e s o f 
t h e p r o p o r t i o n f o r g o t t e n . F o r example, w h i l s t R o b i n s o n 
and Merav ( 1 9 7 6 ) r e p o r t t h a t 70% o f t h e i n f o r m a t i o n g i v e n 
t o p a t i e n t s p r e o p e r a t i v e l y was f o r g o t t e n , B e r g l e r , 
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P e n n i n g t o n , M e t c a l f e and F r e i s ( 1 9 8 0 ) s a y t h a t o n l y 28% 
was f o r g o t t e n by a n o t h e r , s i m i l a r , group of s u r g i c a l 
p a t i e n t s . I n o v e r v i e w o f t h e r e s e a r c h however i t seems 
s a f e t o a c c e p t t h e more c o n s e r v a t i v e e s t i m a t e s b a s e d on 
t h e work o f Ley and v a r i o u s a s s o c i a t e s w h i c h p u t s t h e 
r a n g e o f t h e p r o p o r t i o n f o r g o t t e n by p a t i e n t s a s between 
37% and 50% ( L e y , 1 9 8 2 ) . 
S i n c e t h e y c o n s i d e r g.p. and c a n c e r p a t i e n t s , 3 s t u d i e s 
a r e p a r t i c u l a r l y s a l i e n t . Two s t u d i e s c o n d u c t e d by Ley 
and a s s o c i a t e s ( L e y , Bradshaw, E a v e s , and Walker, 1973; 
Ley, Whitworth, S k i l b e c k , Woodward, P i n s e n t , P i k e , 
C l a r k s o n and C l a r k , 1976) i n v e s t i g a t e d p a t i e n t s a t t e n d i n g 
g.p.s and found t h a t , r e s p e c t i v e l y , 50% and 44% o f 
i n f o r m a t i o n g i v e n by t h e g.p. was f o r g o t t e n by t h e 
p a t i e n t . The t h i r d s t u d y o f i n t e r e s t c o n s i d e r e d c a n c e r 
o u t - p a t i e n t s ' r e c a l l f o r i n f o r m a t i o n p r e s e n t e d w h i l e 
o b t a i n i n g c o n s e n t t o t r e a t m e n t and r e p o r t s 31% o f t h e 
i n f o r m a t i o n was not r e c a l l e d by t h e p a t i e n t s ( C a s s i l e t h , 
Z u p k i s , S u t t o n - S m i t h and March, 1980a, 1 9 8 0 b ) . C l e a r l y 
t h e s e f i n d i n g s a r e c o m p a t i b l e w i t h o t h e r f i n d i n g s i n t h i s 
f i e l d and s u g g e s t t h a t p a t i e n t s a t t e n d i n g g.p.s a nd/or 
w i t h c a n c e r r e c a l l s i m i l a r q u a n t i t i e s o f i n f o r m a t i o n a s 
more g e n e r a l p a t i e n t p o p u l a t i o n s . 
O v e r a l l i n t h i s f i e l d o f r e s e a r c h a number o f d i f f e r e n c e s 
between s t u d i e s may have c o n t r i b u t e d t o d i f f e r e n c e s i n t h e 
a m o u n t ^ p a t i e n t s r e c a l l and i t i s d i f f i c u l t t o i s o l a t e t h e 
s p e c i f i c f a c t o r s o p e r a t i n g i n e a c h s t u d y . Amongst t h e 
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f a c t o r s w h i c h c o u l d have c o n t r i b u t e d t o t h e amount 
r e c a l l e d a r e ; p o p u l a t i o n s s ampled ( e . g . i n - o r 
o u t - p a t i e n t s , U.S.A. o r U.K.), c o n d i t i o n r e c e i v i n g 
t r e a t m e n t , n a t u r e o f t r e a t m e n t r e c e i v e d , c o m p l e x i t y o f 
i n f o r m a t i o n g i v e n by d o c t o r , a s w e l l a s b a s i c 
m e t h o d o l o g i c a l and a n a l y t i c a l i s s u e s r e l a t e d t o t h e 
s p e c i f i c s t u d i e s ( e . g . d e f i n i t i o n o f b i t s o f i n f o r m a t i o n , 
t i m e o f t e s t i n g e t c ) . But d i f f e r e n c e s i n r e s u l t s not o n l y 
r e f l e c t d i f f e r e n c e s i n m e t h o d o l o g i e s and s a m p l e s , but a l s o 
d i f f e r e n c e s i n t h e c o m m u n i c a t i v e s k i l l s o f t h e i n d i v i d u a l 
d o c t o r s i n v o l v e d i n t h e s t u d i e s . T h i s i s a p o i n t not 
i d e n t i f i e d i n t h e l i t e r a t u r e p e r s e , e x c e p t i n s t u d i e s o f 
t e c h n i q u e s t o i n c r e a s e p a t i e n t r e c a l l by improvement o f 
d o c t o r s ' communication s k i l l s . A c c o r d i n g t o L e y ' s ( 1 9 8 2 ) 
r e v i e w o f 15 s u c h s t u d i e s , 3 0% improvement i n p a t i e n t 
r e c a l l can be brought about by s i m p l e t e c h n i q u e s s u c h 
a s ( 1 ) s i m p l i f i c a t i o n o f la n g u a g e , ( 2 ) r e p e t i t i o n , 
( 3 ) s t r e s s i n g i m p o r t a n t i n f o r m a t i o n , ( 4 ) e x p l i c i t 
c a t e g o r i s a t i o n o f i n f o r m a t i o n p r e s e n t e d , ( 5 ) u s e o f 
s p e c i f i c s t a t e m e n t s r a t h e r t h a n a b s t r a c t e x a m p l e s , and 
( 6 ) t a k i n g a d v a n t a g e o f p r i m a c y / r e c e n c y e f f e c t s . 
Improvement i n d o c t o r s ' c o m m u n i c a t i o n s k i l l s may a l s o have 
o t h e r e f f e c t s on d o c t o r s ' c l i n i c a l e f f i c a c y a s we s h a l l 
s e e l a t e r . 
C o r r e l a t e s o f memory f o r m e d i c a l i n f o r m a t i o n have r e c e i v e d 
c o n s i d e r a b l e i n v e s t i g a t i o n . The f i n d i n g s f o r age o f 
p a t i e n t have been i n c o n s i s t e n t . L e y and Spelman ( 1 9 6 5 ) 
r e p o r t e d t h a t o l d e r p a t i e n t s r e c a l l e d more t h a n y o u n g e r 
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o n e s . But a more common f i n d i n g i s t h a t t h e r e i s no 
r e l a t i o n s h i p between age and t h e amount remembered ( J o y c e , 
C a p l e , Mason, R e y n o l d s , and Mathews, 1969; Ley, 1979a; 
Brody, 1 9 8 0 ) . But Anderson ( 1 9 7 9 ) q u a l i f i e s h i s f i n d i n g 
t h a t t h e r e i s no c l e a r t r e n d f o r r e c a l l t o d e c l i n e w i t h 
age, by n o t i n g a marked drop i n r e c a l l amongst t h e more 
e l d e r l y extreme (70+ y e a r s ) i n h i s sample. 
The r e l a t i o n s h i p between p a t i e n t a n x i e t y l e v e l s and r e c a l l 
i s a l s o u n c e r t a i n . Anderson ( 1 9 7 9 ) r e p o r t s a l i n e a r 
r e l a t i o n s h i p between a n x i e t y and r e c a l l , s u c h t h a t t h e 
more a n x i o u s t h e p a t i e n t r a t e d him o r h e r s e l f t o be d u r i n g 
t h e c o n s u l t a t i o n , t h e h i g h e r t h e r e c a l l . But L e y and 
Spelman ( 1 9 6 5 ) . m e a s u r i n g a n x i e t y by t h e r e l e v a n t f a c t o r 
o f t h e 16PF, found an i n v e r t e d U - c u r v e r e l a t i o n s h i p 
between a n x i e t y and r e c a l l , s u c h t h a t moderate l e v e l s o f 
a n x i e t y were a s s o c i a t e d w i t h b e t t e r r e c a l l . T h e o r e t i c a l l y 
t h i s l a t e r f i n d i n g i s more p l a u s i b l e , and A n d e r s o n ' s 
r e s u l t s may w e l l be a f u n c t i o n o f t h e v a l i d i t y o f t h e s e l f 
r e p o r t measure used. 
S o c i a l c l a s s (Anderson, 1979) and s e x (A n d e r s o n , 1979; L e y 
1982) have n o t been found t o be a s s o c i a t e d w i t h r e c a l l . 
N e i t h e r h a s i n t e l l i g e n c e p e r s e been found t o 
s i g n i f i c a n t l y c o r r e l a t e w i t h r e c a l l ( L e y , Whitworth, 
S k i l b e c k , Woodward, P i n s e n t , P i k e , C l a r k s o n and C l a r k 
1 9 7 6 ) , a l t h o u g h B e r t a k i s ( 1 9 7 7 ) and Anderson, Dodman, 
Kopelman, and F l e m i n g ( 1 9 7 9 ) found b e t t e r r e c a l l t o be 
a s s o c i a t e d w i t h h i g h e r l e v e l s o f e d u c a t i o n . A f i n d i n g 
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w h i c h h a s been c o n s i s t e n t l y r e p o r t e d by Ley and c o w o r k e r s 
i s t h a t r e c a l l c o r r e l a t e s w i t h t h e g e n e r a l m e d i c a l 
knowledge o f t h e p a t i e n t ( s e e f o r examples Ley, 1 9 8 2 ) . 
Above we r e p o r t e d t h a t t h e way i n f o r m a t i o n i s p r e s e n t e d by 
t h e d o c t o r t o p a t i e n t s a f f e c t s t h e amount p a t i e n t s r e c a l l . 
The s o r t o f i n f o r m a t i o n g i v e n by t h e d o c t o r i s a l s o o f 
a p p a r e n t i m p o r t a n c e a s t o w h e t h e r o r not i t w i l l be 
r e c a l l e d a t a l a t e r s t a g e . Ley and Spelman (1965)# f o r 
example, r e p o r t t h a t 86% o f d i a g n o s t i c s t a t e m e n t s , kH% o f 
a d v i c e s t a t e m e n t s and 62% o f o t h e r s t a t e m e n t s made by t h e 
d o c t o r were c o r r e c t l y r e c a l l e d by t h e p a t i e n t . T h i s 
p a t t e r n o f f i n d i n g s was c o n f i r m e d by o t h e r s t u d i e s ( L e y , 
1 9 7 9 a ) . T h e r e have been numerous r e p o r t s i n d i c a t i n g t h a t 
d i a g n o s t i c i n f o r m a t i o n i s r e c a l l e d most a c c u r a t e l y , 
s t a t e m e n t s c o n c e r n i n g i n s t r u c t i o n s and a d v i c e r e c a l l e d 
w o r s t , and o t h e r s t a t e m e n t s made by t h e d o c t o r ( e . g . 
r e a s s u r a n c e ) b e i n g w e l l r e c a l l e d ( L e y and Spelman, 1965; 
Ley e t a l , 1973: Ley, Whitworth e t a l , 1976; Ley, 1979a, 
1 9 7 9 b ) . But more r e c e n t l y t h e p a t t e r n o f f i n d i n g s i n 
t h e e a r l i e r s t u d i e s was shown t o be l a r g e l y a f u n c t i o n 
o f p r i m a c y and " i m p o r t a n c e " e f f e c t s ( L e y , 1 9 7 2 ) . L e y 
( 1 9 7 9 a ) a s s e r t s t h a t t h e s e 2 f a c t o r s p r o b a b l y a c c o u n t f o r 
t h e m a j o r i t y o f remembering. 
One f i n d i n g t h a t seems t o be u n i v e r s a l l y c o n f i r m e d by 
a u t h o r s r e p o r t i n g r e l e v a n t d a t a i s t h a t t h e r e i s a 
n e g a t i v e c o r r e l a t i o n between t h e amount o f i n f o r m a t i o n 
p r e s e n t e d by t h e d o c t o r and t h e p r o p o r t i o n o f t h a t 
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i n f o r m a t i o n which i s c o r r e c t l y r e c a l l e d ( L e y and Spelman, 
1965. 1967? Ley e t a l , 1973; Ley, 1972, 1979a, 1982, 1983; 
Anderson, 1979; J o y c e e t a l , 1 9 6 9 ) . So a l t h o u g h p a t i e n t s 
may remember more i n terms o f a b s o l u t e numbers of i t e m s o f 
i n f o r m a t i o n i f t o l d more by t h e d o c t o r ( A n derson, 1 9 7 9 ) . 
t h e y f o r g e t a h i g h e r p r o p o r t i o n o f what t h e d o c t o r s a y s a s 
he o r she g i v e s them more i n f o r m a t i o n . 
I n o v e r v i e w then, work i n t h e a r e a o f memory f o r m e d i c a l 
i n f o r m a t i o n i s one i n w h i c h t h e dominant c o g n i t i v e 
paradigm of 'pure' memory r e s e a r c h h a s been a p p l i e d t o a 
p r a c t i c a l problem. The r e s u l t s o b t a i n e d have t e n d e d t o 
conform to what one would p r e d i c t on t h e b a s i s o f 
c o g n i t i v e t h e o r i e s of r e c a l l memory a s o u t l i n e d i n 
i n t r o d u c t o r y t e x t s t o t h i s a r e a of p s y c h o l o g y ( e . g . 
L i n d s a y and Norman, 1 9 7 2 ) . I n c o n c l u s i o n , on t h e b a s i s 
o f t h e s t u d i e s r e v i e w e d i n t h e r e g i o n o f 30% t o 50% o f 
i n f o r m a t i o n g i v e n t o g e n e r a l p r a c t i c e and c a n c e r p a t i e n t s 
by t h e i r d o c t o r s i s l i k e l y t o be f o r g o t t e n by t h e p a t i e n t . 
W h i l e age, s e x , s o c i o - e c o n o m i c s t a t u s and i n t e l l i g e n c e o f 
t h e p a t i e n t a r e not good p r e d i c t o r s o f t h e amount o f 
i n f o r m a t i o n t h e p a t i e n t w i l l remember, m e d i c a l l y 
s o p h i s t i c a t e d p a t i e n t s and t h o s e who e x p e r i e n c e moderate 
l e v e l s o f a n x i e t y r e l a t e d t o s e e i n g t h e d o c t o r t e n d t o 
remember a g r e a t e r p r o p o r t i o n o f what t h e d o c t o r t e l l s 
them. Whether d i a g n o s t i c o r t r e a t m e n t r e l a t e d t y p e s o f 
i n f o r m a t i o n a r e w e l l remembered i s p r o b a b l y a f u n c t i o n o f 
a number o f v a r i a b l e s . T h e s e i n c l u d e a s p e c t s o f how t h e 
d o c t o r p r e s e n t s s u c h i n f o r m a t i o n , how much i n f o r m a t i o n 
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o v e r a l l the doctor g i v e s the p a t i e n t and the p a t i e n t ' s 
p e r c e p t i o n of the importance of the s p e c i f i c i n f o r m a t i o n 
presented. T h i s l a t t e r item i s one which may d i r e c t l y 
i n f l u e n c e the degree to which the p a t i e n t complies w i t h 
the treatment p r e s c r i b e d by the doctor. However, 
compliance i s a l s o r e l a t e d with p a t i e n t s a t i s f a c t i o n , and 
i t i s t h i s s u b j e c t to which we t u r n next. 
S a t i s f a c t i o n F i r s t l y l e t us note a p e n e t r a t i n g 
o b s e r v a t i o n made by E i s e n b e r g (1977). 
" I t i s . . . c u r i o u s that d i s s a t i s f a c t i o n w i t h medicine 
i n America i s a t i t s most v o c i f e r o u s dust a t a time 
when doctors have a t t h e i r d i s p o s a l the most powerful 
medical technology the world has y e t seen. The 'old 
fashioned* g eneral p r a c t i t i o n e r , w i t h few drugs t h a t 
r e a l l y worked and not much s u r g e r y to recommend, i s 
f o r some reason l o o k i n g good to many people- i n 
r e t r o s p e c t at l e a s t . " 
( E i s e n b e r g , 1977; p.235) 
Rachman and P h i l i p s (1978) account f o r such 
d i s s a t i s f a c t i o n , a t l e a s t i n p a r t , i n terms of changes i n 
e x p e c t a t i o n s about medicine and h e a l t h h e l d by the 
g e n e r a l p u b l i c . S p e c i f i c a l l y they p o i n t to the lower 
degree to which we today are w i l l i n g to put up w i t h 
d i s c o m f o r t i n comparison to the denizens of y e s t e r y e a r . 
But whether the p a t i e n t s of today a r e l e s s s a t i s f i e d and 
l e s s w i l l i n g to put up with i l l n e s s , than p a t i e n t s of 
those halycon days, i s u n t e s t a b l e . 
Koos (1955) surveyed a random s t r a t i f i e d sample r e g a r d i n g 
m e d i c a l c a r e . The b i g g e s t c r i t i c i s m , e x p r e s s e d by 6k% of 
the sample, concerned the nature of r e l a t i o n s h i p s they had 
e x p e r i e n c e d w i t h d o c t o r s . A m a j o r i t y of F r e i d s o n ' s (1961) 
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sample f e l t t h a t good medical c a r e r e q u i r e d t h a t the 
doctor be i n t e r e s t e d i n the p a t i e n t as a person. More 
r e c e n t l y Doyle and Ware (1977) found t h a t the s t r o n g e s t 
i n f l u e n c e on p a t i e n t s a t i s f a c t i o n w i t h medical c a r e was 
the doctors* conduct toward the p a t i e n t . 
Taking a l e s s d i r e c t i n d i c a t o r of p a t i e n t s a t i s f a c t i o n 
than s a t i s f a c t i o n expressed during i n t e r v i e w , i t was found 
by Blum (1957•1960) t h a t d o c t o r s who experienced repeated 
m a l p r a c t i c e l i t i g a t i o n s were i n s e c u r e w i t h p a t i e n t s , 
bothered by p a t i e n t s * emotions and derogatory of p a t i e n t s 
as people. Gray and C a r t w r i g h t (1953) r e p o r t t h a t 
c o n s i d e r a b l e numbers of a d u l t s change doctors because of 
"inadequate treatment and attention**, and K a s t e l e r , Kane, 
Olsen, and Thetford (1976) found t h a t p a t i e n t s * d i s l i k e of 
the doctor as a person, t h e i r d i s s a t i s f a c t i o n w i t h time 
spent w a i t i n g to see the doctor, and p e r c e p t i o n of 
do c t o r s ' l a c k of i n t e r e s t i n s e e i n g them was s i g n i f i c a n t l y 
r e l a t e d to i n c r e a s e d "doctor-shopping". 
These s t u d i e s a l l point to very g e n e r a l a s p e c t s of 
medical c a r e and vague doctor c h a r a c t e r i s t i c s as r e s u l t i n g 
i n p a t i e n t d i s s a t i s f a c t i o n . Other s t u d i e s have attempted 
to i d e n t i f y s p e c i f i c a s p e c t s of d o c t o r - p a t i e n t encounters 
which i n f l u e n c e p a t i e n t s a t i s f a c t i o n l e v e l s . But 
although s t u d i e s of p a t i e n t comprehension and r e c a l l have 
used d e f i n i t i o n s of i n f o r m a t i o n s u f f i c i e n t l y s i m i l a r to 
permit comparison between s t u d i e s , t h i s i s not so c l e a r l y 
the c a se f o r s t u d i e s which have i n v e s t i g a t e d s a t i s f a c t i o n . 
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The main problem here i s i n d i f f e r e n c e s i n the o b j e c t of 
p a t i e n t s ' r e p o r t e d s a t i s f a c t i o n . W h i l s t Ley and 
coworkers have been p r i m a r i l y concerned wi t h p a t i e n t s ' 
s a t i s f a c t i o n w i t h communication during the c o n s u l t a t i o n 
(e.g. Ley, Bradshaw, Kincey, and Atherton, 1976; Ley, 
1982), other r e s e a r c h e r s have been more g e n e r a l l y 
concerned w i t h s a t i s f a c t i o n f o r the c o n s u l t a t i o n process 
o v e r a l l (e.g. Korsch, Gozzi and F r a n c i s , 1968; Korsch and 
Negrete, 1972), or w i t h s a t i s f a c t i o n w i t h the medical 
c a r e r e c e i v e d (Royal Commission on the N.H.S., 1979). 
Hulka (1979) proposed a composite s a t i s f a c t i o n index 
c o n s i s t i n g of t h r e e components: s a t i s f a c t i o n w i t h (1) 
p r o f e s s i o n a l competence (2) p e r s o n a l q u a l i t i e s of the 
p h y s i c i a n and (3) c o s t s and convenience of c a r e . However, 
whatever the e x a c t o b j e c t of the p a t i e n t s ' s a t i s f a c t i o n or 
d i s s a t i s f a c t i o n t h e r e has been a f a i r l e v e l of c o n s i s t e n c y 
i n the proportion of p a t i e n t s who r e p o r t being 
d i s s a t i s f i e d . A b r i e f summary of t h i s r e s e a r c h i s 
presented i n Table 2.01. The f i r s t p a r t of t h i s t a b l e 
( T a b l e 2.01a) summarises g e n e r a l l e v e l s of p a t i e n t 
s a t i s f a c t i o n and the second ( T a b l e 2.01b) f a c t o r s 
a s s o c i a t e d w i t h p a t i e n t s a t i s f a c t i o n . 
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Table 2.01 
P a t i e n t s 1 
treatment. 
s a t i s f a c t i o n / d i s s a t i s f a c t i o n w i t h medical 
(a ) L e v e l s of p a t i e n t d i s s a t i s f a c t i o n with medical 
s e r v i c e s . 
P a t i e n t sample 
N.H.S. h o s p i t a l 
i n p a t i e n t s 
Percentage of p a t i e n t s d i s s a t i s f i e d 
median range 
53% 18-65% 
N.H.S. gen e r a l p r a c t i c e 
p a t i e n t s 35% 21-51% 
V a r i o u s U.S. p a t i e n t 
groups 36% 8-51% 
(b) F a c t o r s a s s o c i a t e d with p a t i e n t s a t i s f a c t i o n or 
d i s s a t i s f a c t i o n . 
Study L e v e l of 
s a t i s f a c t i o n * 
V a r i a b l e s shown to be 
r e l a t e d to s a t i s f a c t i o n 
Korsch e t a l 
(1968) 
Dr gave no r e a s s u r a n c e 
Korsch et a l 
(1971) 
Dr showed f r i e n d l y i n t e r e s t 
Korsch & 
Negrete (1972) 
Dr d i s c o v e r e d concerns 
Dr d e a l t w i t h e x p e c t a t i o n s 
Dr gave s p e c i f i c i n s t r u c t i o n s 
L a r s e n & 
Rootman (1976) 
Roter (1977) 
Dr conformed 
e x p e c t a t i o n s 
to p a t i e n t 
I n c r e a s e i n p a t i e n t q u e s t i o n s 
a f t e r e x p e r i m e n t a l 
i n t e r v e n t i o n 
Romra & Hulka 
(1979) 
P a t i e n t memory of s p e c i f i c 
i n f o r m a t i o n given 
DiMatteo e t a l 
(1979) 
P a t i e n t age, sex, S-E group, 
education l e v e l , e v a l u a t i o n 
of d o ctor's behaviour and 
s e r i o u s n e s s of i l l n e s s 
Friedman e t a l 
(1980) 
Ley (1983) 
Dr's p e r s o n a l i t y and 
non-verbal e x p r e s s i v e n e s s 
P a t i e n t understanding of 
i n s t r u c t i o n s 
+ s a t i s f a c t i o n ; - d i s s a t i s f a c t i o n ; 
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Thus i t appears t h a t t h e r e i s a s t r o n g r e l a t i o n s h i p 
between s a t i s f a c t i o n o v e r a l l and s a t i s f a c t i o n w i t h the 
communication s k i l l s of the doctor (DiMatteo, 1979). Ley 
(1982) c l a i m s i n t h i s v e i n t h a t i t i s " l i k e l y t h a t 
s a t i s f a c t i o n w i t h communication i s a s t r o n g determinant of 
more g e n e r a l s a t i s f a c t i o n w i t h the medical encounter" 
(p.251). Whether i t i s p o s s i b l e to d i s e n t a n g l e the 
q u a n t i t a t i v e a s p e c t s of doctors* i n f o r m a t i o n communication 
from more g e n e r a l a s p e c t s of an i n d i v i d u a l s * i n t e r a c t i v e 
s t y l e and medical performance remains to be seen. But 
however t h a t may be, i t appears o v e r a l l t h a t doctors who 
are good i n f o r m a t i o n communicators s a t i s f y t h e i r p a t i e n t s . 
Compliance The requirement to cooperate w i t h the 
doctors* o r d e r s i s , as we s h a l l see l a t e r , a c e n t r a l 
f e a t u r e of the p a t i e n t ' s " s i c k r o l e " (Parsons, 1951a, 
1951b). I t i s the r e c o g n i t i o n t h a t a s i z e a b l e p r o p o r t i o n 
of p a t i e n t s f a i l to comply wi t h treatment t h a t has l e n t 
the main t h r u s t to a m a j o r i t y of the s t u d i e s we have 
reviewed above. S i n c e l e v e l s of p a t i e n t compliance a r e of 
only t a n g e n t i a l concern to o u r s e l v e s , no e x t e n s i v e r e v i e w 
of t h i s l i t e r a t u r e w i l l be given, and the r e a d e r i s 
r e f e r r e d to DiMatteo (1979), Ley (1979c, 1981, 1982, 
1983)• and Stone (1979) f o r s p e c i a l i s t coverage of t h i s 
i s s u e . However, i t i s worth n o t i n g t h a t non-compliance 
with treatment i s r i f e , w i t h r e p o r t s of up t o 95% of 
p a t i e n t s f a i l i n g to f o l l o w doctors* a d v i c e as r e v e a l e d i n 
Table 2.02 below. 
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Table 2.02 
Compliance w i t h medical treatment. Percentages of 
p a t i e n t s who f a i l to f o l l o w medical i n s t r u c t i o n s and 
a d v i c e . F i g u r e s given a r e summaries of the numerous 
s t u d i e s reviewed i n t h r e e s o u r c e s ; (1) Ley (1976), 
(2) U.S. Food and Drug A d m i n i s t r a t i o n (1979. 1980), and 
(3) Barofsky (1980). 
Type of (1) ( 2 ) (3) 
medication 
A n t i b i o t i c s 39% 42% 43% 
P s y c h i a t r i c 39% 42% 42% 
A n t i - h y p e r t e n s i v e - H3% 61% 
A n t i - t u b e r c u l o s i s 39% 42% 43% 
Other 48% 54% 46% 
Range f a i l i n g 
to comply 8-92% 11-95% 6-83* 
Ley (1979c), summerising the f i n d i n g s of s t u d i e s which 
have attempted to i d e n t i f y the c h a r a c t e r i s t i c s of 
non-compliant p a t i e n t s , concludes t h a t n e i t h e r p a t i e n t 
socio-demographic and p e r s o n a l i t y v a r i a b l e s , nor doctor 
c h a r a c t e r i s t i c s , nor i l l n e s s v a r i a b l e s , appear to be 
r e l a t e d to p a t i e n t s compliance or non-compliance. 
V a r i a b l e s which appear to be r e l a t e d to non-compliance 
i n c l u d e d u r a t i o n and complexity of treatment, p a t i e n t 
l e v e l s of d i s s a t i s f a c t i o n , l a c k of s u p p o r t i v e follow-up, 
p a t i e n t s ' p e r c e p t i o n s of t h e i r v u l n e r a b i l i t y to the 
consequences of the i l l n e s s , s e r i o u s n e s s of the i l l n e s s , 
the e f f e c t i v e n e s s of treatment and the problems treatment 
cause p a t i e n t s (Ley, 1979c), These c l a i m s a r e however 
problematic, s i n c e c o n t r a d i c t o r y f i n d i n g s not c o n s i d e r e d 
by Ley do e x i s t . As Lorenc (1986) argues, the n a t u r e of 
p a t i e n t , doctor and i l l n e s s c h a r a c t e r i s t i c s which may 
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p r e d i c t compliance l e v e l s i s s t i l l an i s s u e open to 
c o n s i d e r a b l e debate. 
Communication. memory, s a t i s f a c t i o n and compliance: A 
b r i e f resume of outcome s t u d i e s . 
W h i l s t t h e r e i s c o n s i d e r a b l e evidence of c o r r e l a t i o n s 
between p a t i e n t understanding, memory, s a t i s f a c t i o n and 
compliance s u g g e s t i v e t h a t improvements i n 
do c t o r s ' communications wi t h p a t i e n t s r e s u l t i n improved 
l e v e l s of compliance from p a t i e n t s (Ley, 19835 Morris and 
Ha l p e r i n , 1979). improvements i n communication and memory 
are not i n v a r i a b l y a s s o c i a t e d w i t h i n c r e a s e d l e v e l s of 
s a t i s f a c t i o n and/or compliance ( s e e e.g. Hulka, 1979; 
Sa c k e t t , Haynes, Gibson, S a c k e t t , T a y l o r , Roberts and 
Johnson, 1975). What i s more, a r e c e n t r e p o r t of 
new d a t a and a r e a n a l y s i s of previous d a t a by Anderson 
(1986) c l e a r l y i n d i c a t e s the e x i s t e n c e of a c e i l i n g to 
p a t i e n t memory c a p a c i t i e s , such t h a t the o f t quoted f i g u r e 
of p a t i e n t s r e c a l l i n g about 60% of what they are t o l d by 
t h e i r doctor i s only t r u e f o r the standard doctor p a t i e n t 
i n t e r a c t i o n i n which the doctor g i v e s on average some 10 
p i e c e s of inf o r m a t i o n . Anderson (1986) r e p o r t s t h a t the 
p a t i e n t s of doctors who g i v e l a r g e q u a n t i t i e s of 
inf o r m a t i o n f o r g e t the v a s t m a j o r i t y of i t , w i t h a memory 
c e i l i n g of something l i k e 15 items. Some p a t i e n t s i n f a c t 
c l e a r l y s u f f e r i nformation overload e f f e c t s and would 
c l e a r l y b e n e f i t , i n terms of amounts r e c a l l e d , i f t h e i r 
e x c e s s i v e l y i n f o r m a t i v e d o c t o r s gave them l e s s 
i n f o r m a t i o n . Another po i n t of importance made by 
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Anderson (1986) i s t h a t t h e r e i s an assumption t h a t 
p a t i e n t s share the m e d i c o - s c i e n t i f i c paradigm of the 
doctor. That the p a t i e n t has been able to repeat d u r i n g 
the p o s t - c o n s u l t a t i o n r e c a l l t e s t , what the doctor s a i d 
d u r i n g the c o n s u l t a t i o n has been taken by most r e s e a r c h e r s 
as e v idence t h a t they understood and r e c a l l e d i t 
c o r r e c t l y . But t h i s does not n e c e s s a r i l l y f o l l o w . 
Anderson found t h a t p a t i e n t s * i n t e r p r e t a t i o n s of what the 
doctor meant diverged w i d e l y from doctors* intended 
meanings. Thus p a t i e n t s ' l a y b e l i e f s and c u l t u r a l 
e x p e c t a t i o n s about h e a l t h and i l l n e s s a l t e r e d the meanings 
of what was s a i d so g r e a t l y , t h a t only i n the most 
s u p e r f i c i a l sense d i d they c o r r e c t l y r e c a l l what they were 
t o l d . Although the sampled population of the l a t t e r study 
was l a r g e l y a t r a d i t i o n a l Chinese group, and t h i s 
c e r t a i n l y e x a c e r b a t e s the d i f f e r e n c e between l a y and 
m e d i c o - s c i e n t i f i c b e l i e f systems, t h e r e a re s t i l l major 
d i f f e r e n c e s between doctors and p a t i e n t s understandings 
i n contemporary B r i t i s h s o c i e t y ( W i l l i a m s , 1983)• 
Thus although the hypothesis t h a t improved communication 
w i l l l e a d to improvements i n memory, s a t i s f a c t i o n and 
compliance stands, i t i s c l e a r t h a t the mechanisms 
r e l a t i n g the f a c t o r s a re complex and our understanding 
merely t e n t a t i v e . The l i t e r a t u r e l a c k s the d e f i n i t i v e 
p r o s p e c t i v e s t u d i e s which could answer many of the 
ou t s t a n d i n g i s s u e s r a i s e d above. But more t e l l i n g l y 
perhaps, t h e r e i s a tendency w i t h i n the l i t e r a t u r e to 
confound q u a n t i t y of i n f o r m a t i o n w i t h q u a l i t y , assuming 
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the more s a i d the b e t t e r the d o c t o r ' s communication. 
Dunbar, M a r s h a l l and H o v e l l (1979) review a number of 
methods t h a t have been used to improve compliance, f o r the 
most p a r t based on learning: theory p r i n c i p l e s of behaviour 
m o d i f i c a t i o n . As with so many a p p l i c a t i o n s of such 
techniques ( s e e e.g. L i n t o n ' s (1982) review of behaviour 
m o d i f i c a t i o n of pain) on c l o s e s c r u t i n y of s t u d i e s the 
exact v a r i a b l e s which f a c i l i t a t e changes i n behaviour are 
not e a s i l y i d e n t i f i a b l e , although the v a r i o u s r e s e a r c h e r s 
have a tendency to a t t r i b u t e changes to b e h a v i o u r a l 
v a r i a b l e s . 
I t i s a l s o worth noting t h a t the u n d e r l y i n g assumption of 
much of the l i t e r a t u r e reviewed above, t h a t the 
improvements i n c l i n i c a l e f f i c a c y a s s o c i a t e d w i t h good 
communication are p r i m a r i l y mediated v i a i n c r e a s e s i n 
p a t i e n t compliance, remains dubious on the b a s i s of 
f i n d i n g s reported i n another t r a d i t i o n w i t h i n the medical 
psychology l i t e r a t u r e . An a s s o c i a t i o n between 
p r e o p e r a t i v e p s y c h o l o g i c a l s t a t e and p o s t o p e r a t i v e 
r e c o v e r y (e.g. J a n i s , 1958) has been the b a s i s of 
c o n s i d e r a b l e study of the e f f e c t of p r e p a r i n g p a t i e n t s f o r 
surgery. P a t i e n t s have been found to r e q u i r e l e s s 
medication, to r e c o v e r more q u i c k l y and to l e a v e h o s p i t a l 
sooner i f v i s i t e d p r e o p e r a t i v e l y by members of the 
s u r g i c a l team, given i n s t r u c t i o n s and informed of the 
e f f e c t s of s u r g e r y (Egbert, B a t t i t , Welch and B a r t l e t t ; 
196U). W h i l s t compliance i s invoked to e x p l a i n 
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r e l a t i o n s h i p s between communication and outcome of 
treatment i n the l i t e r a t u r e reviewed, only r a r e l y i s t h i s 
the c a s e i n the l i t e r a t u r e concerned w i t h s u r g i c a l 
r e c o v e r y . I n t h i s l a t t e r l i t e r a t u r e s t r e s s i s most 
commonly i d e n t i f i e d as the mediator between communication 
and outcome ( s e e Mathews and Ridgeway, 1981; Ridgeway and 
Mathews, 1982; Wallace, 1986), T h i s d i f f e r e n c e i n 
emphasis i s p o s s i b l y a r e s u l t of the s e t t i n g s i n which the 
r e s e a r c h has been conducted. W h i l s t compliance i s an 
obvious candidate f o r the r o l e of mediator between 
communication and outcome i n o u t p a t i e n t s e t t i n g s , i t s 
r o l e i s l e s s c l e a r i n the h i g h l y s t r u c t u r e d and s u p e r v i s e d 
s i t u a t i o n i n which an immediately p o s t - o p e r a t i v e p a t i e n t 
f i n d s him or h e r s e l f . 
One f i n a l point needs to be considered i n r e v i e w i n g t h i s 
l i t e r a t u r e . I f understanding, memory, s a t i s f a c t i o n and 
compliance i n medical s e t t i n g s a r e to be improved then the 
doctors themselves must be knowledgable of the f i n d i n g s of 
the body of r e s e a r c h and a c t on i t s recommendations. 
Burton (1986) i n a study of surgeons a t t i t u d e s towards 
p a t i e n t s , r e p orted on t h e i r communicative s t r a t e g i e s 
towards p a t i e n t s , whom they f e l t d i d not seem to 
understand what they were being t o l d . I n summary the 
s t r a t e g i e s adopted are, f o r the most p a r t , t o t a l l y 
maladaptive and r e s u l t i n l i t t l e improvement i n p a t i e n t 
understanding. For example, a number of d o c t o r s 
repeated i n f o r m a t i o n , but i n so doing became even more 
t e c h n i c a l i n t h e i r d e s c r i p t i o n s , adding more and more 
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d e t a i l . To a p a t i e n t having d i f f i c u l t y i n understanding 
such an approach only makes them more confused. Lorenc 
(1986) r e p o r t s t h a t both g.p.s and h o s p i t a l d o c tors have 
very l i t t l e knowledge of compliance r e l a t e d i s s u e s and 
t h a t the m a j o r i t y of what they do i s based on c l i n i c a l 
i m p r e s s i o n s gleaned during p r a c t i c e . T h i s i s o f t e n a t 
odds w i t h the r e s u l t s of e m p i r i c a l r e s e a r c h . 
I n c o n c l u s i o n , t h i s body of r e s e a r c h suggests t h a t we 
w i l l encounter many p a t i e n t s who a r e ignorant of the 
nature of t h e i r i l l n e s s e s , because of d e f i c i e n c i e s i n 
communications between doctors and p a t i e n t s which e x i s t 
even d u r i n g simple i l l n e s s e s . I n c a s e s where the p a t i e n t 
has a t e r m i n a l i l l n e s s t h e s e problems may w e l l be 
exacerbated by the nature of the i n f o r m a t i o n to be 
communicated, s i n c e i t i s both complex and a f f e c t i v e l y 
t h r e a t e n i n g . I n order to understand the i s s u e s i n v o l v e d 
here, we need a more d e t a i l e d p i c t u r e of what o c c u r s 
during c o n s u l t a t i o n s than i s o f f e r e d by outcome s t u d i e s . 
The C o n s u l t a t i o n Process. 
I n r e v i e w i n g r e s e a r c h on outcomes we d i d not d i f f e r e n t i a t e 
between s t u d i e s on the b a s i s of s e t t i n g s , s i n c e our 
i n t e r e s t was o n l y i n g e n e r a l p r i n c i p l e s . Outcome measures 
such as memory and s a t i s f a c t i o n d i d not appear to be 
g r e a t l y a f f e c t e d by s e t t i n g . But t h e r e i s good evidence 
t h a t the p r o c e s s e s i n v o l v e d w i t h i n i n t e r a c t i o n s between 
doct o r and p a t i e n t are d i f f e r e n t i a l l y a f f e c t e d by 
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s e t t i n g s . H o s p i t a l environments, the proximal 
a v a i l a b i l i t y of the technology of d i a g n o s i s and treatment, 
and the way t h a t work i s or g a n i s e d w i t h i n h o s p i t a l s a l l 
make f o r very d i f f e r e n t c o n s u l t a t i o n s i n h o s p i t a l s 
compared to those which occur i n ge n e r a l p r a c t i c e 
( F r e i d s o n , 1963; Perrow, 1965; Croog and Ver Steeg, 1972; 
Tuckett, 1976a; Suedfeld, 1979). Whether or not the 
p a t i e n t i s paying p r i v a t e l y a l s o appear to i n f l u e n c e 
behaviour during c o n s u l t a t i o n s (Silverman, 1984). But 
not only these s t r u c t u r a l f a c t o r s i n f l u e n c e the 
c o n s u l t a t i o n . The e x p e c t a t i o n s brought by both p a t i e n t 
and doctor to h o s p i t a l c o n s u l t a t i o n s d i f f e r from those 
brought to c o n s u l t a t i o n s h e l d o u t s i d e h o s p i t a l 
environments w i t h d i f f e r e n t i a l e f f e c t s (Reader, P r a t t and 
Mudd, 1957; Skipper, Mauksch and T a g l i a c o z z o , 1963; 
Tuckett; 1976a). Thus i n re v i e w i n g l i t e r a t u r e on 
c o n s u l t a t i o n p r o c e s s e s and behaviour we co n c e n t r a t e on 
N.H.S. g e n e r a l p r a c t i c e c o n s u l t a t i o n s . On the few 
oc c a s i o n s t h a t r e f e r e n c e i s made to s t u d i e s of 
c o n s u l t a t i o n s other than g e n e r a l p r a c t i c e ones, the 
nature of the s e t t i n g i s i n d i c a t e d . 
P r o c e s s e s and behaviours i n g e n e r a l p r a c t i c e c o n s u l t a t i o n s 
The s t a n d a r d medical model of the c o n s u l t a t i o n , 
t r a d i t i o n a l l y taught to medical s t u d e n t s e a r l y d u r i n g 
t r a i n i n g , d e s c r i b e s what should i n medical terms happen. 
The p r e s c r i b e d procedure f o l l o w s a problem s o l v i n g l o g i c 
of ( 1 ) h i s t o r y t a k i n g , (2) examination, (3) d i a g n o s i s , and 
(4) treatment. Byrne and Long (1976) use t h i s sequence 
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to d e f i n e the l o g i c a l form of the g.p. c o n s u l t a t i o n 
( T a b l e 2.03). They then a p p l i e d t h i s to the a n a l y s i s of 
au d i o - r e c o r d i n g s of i n t e r a c t i o n s t h a t occured between some 
2,500 p a t i e n t s and t h e i r g.p.s. The doctors i n v o l v e d i n 
the study were a l l v o l u n t e e r s (60 were U.K. g.p.s and 
H3 p r a c t i c i n g o v e r s e a s ) , who a l s o c o n t r o l l e d the 
r e c o r d i n g s of i n t e r a c t i o n s which were forwarded to the 
r e s e a r c h e r s f o r a n a l y s i s . Although t h i s s e l e c t i o n of 
doctors and i n t e r a c t i o n s may r e s u l t i n some b i a s to t h e i r 
data, i t i s c l e a r t h a t the range of behaviours which 
occured i n t h e i r r e c o r d i n g s was wide, from 
" p r o f e s s i o n a l l y d r e a d f u l " to " o u t s t a n d i n g l y good" 
p r a c t i c e . Thus although one may q u e s t i o n the frequency 
of occurance data f o r s p e c i f i c behaviours r e p o r t e d , i t 
seems sound to accept the q u a l i t a t i v e forms r e p o r t e d . 
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Table 2.03 
The l o g i c a l form or sequence of events i n g.p. 
c o n s u l t a t i o n s as defined by Byrne and Long (1976, p.21). 
I The doctor e s t a b l i s h e s a r e l a t i o n s h i p w i t h the 
p a t i e n t . 
I I The doctor e i t h e r attempts to d i s c o v e r or 
a c t u a l l y d i s c o v e r s the reason f o r the 
p a t i e n t ' s attendance. 
I I I The doctor conducts a v e r b a l or p h y s i c a l 
examination or both. 
IV The doctor, or the doctor and the p a t i e n t , or the 
p a t i e n t ( i n t h a t order of p r o b a b i l i t y ) c o n s i d e r 
the c o n d i t i o n . 
V The doctor, and o c c a s i o n a l l y the p a t i e n t d e t a i l 
treatment or f u r t h e r i n v e s t i g a t i o n . 
VI The c o n s u l t a t i o n i s terminated u s u a l l y by the 
doctor. 
Byrne and Long r e p o r t that the l o g i c a l form i s an i d e a l 
which i s r a r e l y observed i n p r a c t i c e . But some 60% of 
c o n s u l t a t i o n s bear resemblance to the g e n e r a l p a t t e r n , 
although phases are ommitted, repeated and r e t u r n e d to out 
of sequence. I n 95% of the c o n s u l t a t i o n s the g.p. i s i n 
c o n t r o l of what occurs and the s t y l e i n which i t happens. 
75% of e v e r y t h i n g t h a t occurs d u r i n g c o n s u l t a t i o n s i s 
doctor i n i t i a t e d , and i n one continuous hour of c o n s u l t i n g 
a g.p. uses 85% of h i s or her normal range of behaviours. 
These behaviours are c l a s s i f i e d by Byrne and Long u s i n g a 
p o w e r - s h i f t analogy. They i d e n t i f y 7 s t y l e s of doctor 
behaviour, which range from doctor c e n t r e d to p a t i e n t 
c e n t r e d ( T a b l e - 2.04). These s t y l e s a r e adopted by most 
g.p.s and maintained with l i t t l e v a r i a t i o n between 
c o n s u l t a t i o n s . T h i s suggests t h a t d o c t o r s ' i n t e r a c t i o n a l 
s t y l e s and behaviours are r e l a t i v e l y l i m i t e d and r i g i d , a 
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f i n d i n g t h a t i s repeated on numerous o c c a s i o n s i n the 
l i t e r a t u r e ( B l o o r , 1978; Tate, 1983; Verhaak, 1986). 
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Table 2.Oft 
G.p.s' i n t e r a c t i o n a l and d i a g n o s t i c s t y l e s a d e s c r i b e d by 
Byrne and Long (1976, pp. 105-112). 
Use of patients knowledge and 
experience 
Use of doctor s 
knowledge and skil l 
Silence Clarifying Analysing Gathering L is ten ing ond and information 
Reflect ing Interpretation Probing 
Offer ing observation 
Encouraging 
Clari fying 
Reflecting 
Bringing patient ideas 
Seeking patient ideas 
Indicating understanding 
Using si lence 
Brood question 
Clarifying 
Challenging 
Repeating for affirmation 
Seeking patient ideas 
Offering observation 
Concealed question 
Placing events 
Summarising to open up 
Direct question 
Correlational question 
Placing events 
Repeating for affirmation 
Suggesting 
Offering feeling 
Exploring 
Broad question 
Direct question 
Closed question 
Correlational question 
Placing events 
Summarising to close off 
Suggesting 
Self-answering questions 
Reassurring 
Repeating for affirmation 
Justifying sel f -chast is ing 
Use of patient's knowledge and 
experience. Use of doctor's 
knowledge and skill. 
Ooctor permits 
patients to 
make decision 
Doctor defines 
the limits and 
requests the 
patients to make 
decision 
Doctor presents 
problem Seeks 
suggestions and 
mokes decisions 
Doctor presents 
tentative 
decision subject 
to change 
Doctor sells Doctor mokes 
his decision to decision and 
the patient announces it 
Doctor mokes 
decision and 
instructs patient 
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Raynes* (1980) i n v e s t i g a t i o n d i f f e r e n t i a t e d those 
a c t i v i t i e s i n g.p. c o n s u l t a t i o n s which are r o u t i n e , from 
those which a r e r e s p o n s i v e to p a t i e n t p r e s e n t i n g 
c h a r a c t e r i s t i c s . She r e p o r t s t h a t w h i l s t modes of 
q u e s t i o n i n g and the p r e s c r i b i n g of ps y c h o t r o p i c drugs are 
r e s p o n s i v e , the use of p h y s i c a l examination, r e f e r r a l to 
p a t i e n t r e c o r d s , r e f e r r a l s to s p e c i a l i s t s , memory f o r the 
p a t i e n t and the w r i t i n g of medical c e r t i f i c a t e s a r e more 
r i t u a l i s t i c . 
Borehara and Gibson (1978) i n v e s t i g a t e d the s o r t s of 
infor m a t i o n o f f e r e d by f a m i l y p r a c t i t i o n e r s to p a t i e n t s 
during c o n s u l t a t i o n s i n A u s t r a l i a . They r e p o r t t h a t 
i n f o r m a t i o n about the d i a g n o s i s was u s u a l l y given d u r i n g 
the i n i t i a l c o n s u l t a t i o n . Few p a t i e n t s ever asked the 
doctor q u e s t i o n s about d i a g n o s i s , so t h a t what p a t i e n t s 
were t o l d depended predominantly on what i n f o r m a t i o n was 
o f f e r e d . I n only one of the 80 c o n s u l t a t i o n s s t u d i e d d i d 
the doctor f a i l to answer a p a t i e n t ' s question about 
d i a g n o s i s . S i m i l a r l y f o r treatment information, p a t i e n t s 
r a r e l y asked q u e s t i o n s and i n f o r m a t i o n t r a n s m i s s i o n was 
doctor i n i t i a t e d . Thus what p a t i e n t s l e a r n e d depended on 
what the doctor t o l d them and t h i s d i d not o f t e n extend 
beyond the name of the drug to be taken. I n i t i a l 
c o n s u l t a t i o n s d i f f e r e d from subsequent ones, such t h a t 
most i n f o r m a t i o n was given and the p a t i e n t t w i c e as l i k e l y 
to ask q u e s t i o n s d u r i n g the f i r s t c o n s u l t a t i o n than d u r i n g 
follow-ups. Boreham and Gibson conclude t h a t t h e r e i s 
l i t t l e e v i d ence of the doctors manipulating p a t i e n t s . 
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They i n t e r p r e t e t h e i r r e s u l t s as an acceptance by the 
p a t i e n t s oaf the doctors* dominant p o s i t i o n i n the 
r e l a t i o n s h i p and support the notion t h a t to ask 
i m p l i e s a l a c k of confidence i n the doctor. T h i s notion, 
they argue, i s a l s o supported by t h e i r f i n d i n g t h a t both 
the doctors* and p a t i e n t s * concept of a "good** p a t i e n t was 
one i n which the p a t i e n t was e s s e n t i a l l y p a s s i v e and 
d e f e r e n t i a l . 
Such a mutual and r e c i p r o c a l r e l a t i o n s h i p i s i n c o n t r a s t 
to t h a t d e s c r i b e d by Stimson and Webb (1975) i n B r i t i s h 
g e n e r a l p r a c t i c e c o n s u l t a t i o n s . T h e i r a n a l y s i s of the 
c o n s u l t a t i o n process emphasises the way i n which i t i s 
managed as a s o c i a l a c t i v i t y , and pays s p e c i a l a t t e n t i o n 
to the p a t i e n t ' s p e r s p e c t i v e . P r i o r to going to the 
doctor the p a t i e n t must decide whether t h i s i s the 
ap p r o p r i a t e agency f o r h i s or her problems; t h a t i s 
whether or not they are i l l . As many ot h e r authors 
have pointed out (e.g. Atkinson, 1977; Zola, 1973) 
other persons o f t e n p l a y a major p a r t i n t h i s d e c i s i o n , 
a d v i s i n g and v a l i d a t i n g the p a t i e n t * s e x p e r i e n c e . During 
the c o n s u l t a t i o n t h i s i s o f t e n apparant i n what the 
p a t i e n t s a y s to the g.p.. P a t i e n t s o f t e n open the 
i n t e r a c t i o n by J u s t i f y i n g the reason f o r t h e i r v i s i t . 
P a t i e n t ' s thus a r r i v e at the c o n s u l t a t i o n w i t h a number of 
e x p e c t a t i o n s , which Stimson and Webb d i v i d e i n t o 3 types; 
background, i n t e r a c t i o n a l and a c t i o n e x p e c t a t i o n s . 
Background e x p e c t a t i o n s cover g e n e r a l e x p e c t a t i o n s about 
normative behaviours i n c o n s u l t a t i o n s , the b a s i c r o u t i n e 
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of the c o n s u l t a t i o n , such t h a t even v e r y i n f r e q u e n t 
a t t e n d e r s know the agenda. I n t e r a c t i o n a l e x p e c t a t i o n s 
are more i n d i v i d u a l i s t i c , based on p r e v i o u s e x p e r i e n c e 
w i t h s p e c i f i c g.p.s and h i s or her behaviour p a t t e r n s 
[analagous to the doctor's s t y l e d e s c r i b e d by Byrne and 
Long ( 1 9 7 6 ) ] , On the b a s i s of t h e i r r e c o g n i t i o n of 
d i f f e r e n c e s i n s t y l e between g.p.s, p a t i e n t s w i l l i f 
p o s s i b l e choose to see one whom they f e e l complements 
themselves. P a t i e n t s a l s o plan what to say du r i n g the 
c o n s u l t a t i o n on the b a s i s of t h e i r own i n t e r p r e t a t i o n of 
symptoms. P a t i e n t s * plans i d e n t i f y , the or d e r of 
info r m a t i o n p r e s e n t a t i o n , what to emphasise and the 
app r o p r i a t e language i n which to phrase i n f o r m a t i o n , so 
as to maximally i n f l u e n c e the doctor to a c t i n the d e s i r e d 
way. These p l a n s a r e rehearsed by p a t i e n t s , u s u a l l y i n 
imagination i n the w a i t i n g room, but on o c c a s i o n w i t h 
peers p r i o r to going to the su r g e r y . A c t i o n 
e x p e c t a t i o n s r e l a t e to what the p a t i e n t expect the g.p. to 
do about the i l l n e s s . Two t h i r d s of p a t i e n t s expect to 
r e c e i v e a p r e s c r i p t i o n , but e x p e c t a t i o n s d i f f e r g r e a t l y 
and some p a t i e n t s c l e a r l y d i d not know what t o expect. 
C o n s t r a i n t s a l s o e x i s t and p a t i e n t s r e c o g n i s e l i m i t s on 
the degree to which they can i n f l u e n c e the course of the 
encounter. These i n c l u d e the f a c t t h a t the c o n s u l t a t i o n 
i s t a k i n g p l a c e on the g.p.'s t e r r i t o r y , t h a t t h e r e i s 
both a competence gap and s o c i a l d i s t a n c e between doc t o r 
and p a t i e n t , and t h a t the p a t i e n t has onl y a few minutes 
a l l o c a t e d w i t h the doctor which r e q u i r e t h a t the p a t i e n t 
be b u s i n e s s l i k e and get s t r a i g h t to the p o i n t . 
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One a r e a of p a r t i c u l a r i n t e r e s t to o u r s e l v e s which Stimson 
and Webb d i s c u s s i s the i n f o r m a t i o n given to patifrits about 
t h e i r i l l n e s s and the treatment regimen. The g.p.s' 
i n f o r m a t i o n g i v i n g i s a c c o r d i n g to Stimson and Webb 
" s e l e c t i v e and c o n t r o l l e d " c o m p r i s i n g f o r the most p a r t of 
only g e n e r a l e x p l a n a t i o n s . D i a g n o s t i c l a b e l s , even when 
given, a r e not always very e x p l i c i t (e.g. "a r a s h " , "a 
m i l d i n f e c t i o n " ) . And g.p.s expect such l a b e l s to be 
accepted as e x p l a n a t i o n s . Seldom do g.p.s name the drug 
which they a r e p r e s c r i b i n g ( " I ' l l g i v e you some t a b l e t s " ) 
although t h i s Information must by law be c l e a r l y marked on 
the b o t t l e by the d i s p e n s i n g pharmacist. Some g.p.s 
argue t h a t p a t i e n t s would not be a b l e to understand the 
c o m p l e x i t i e s of the i l l n e s s c o n d i t i o n and treatment 
regimen and t h e r e f o r e they do not t e l l them. 
Bennett, Knox and Morrison (1978) r e p o r t a p o s t a l 
q u e s t i o n n a i r e study of the problems g.p.s encounter d u r i n g 
c o n s u l t a t i o n s . They compare d i f f e r e n c e s i n the problems 
reported by g.p.s, who a c t as t r a i n e r s on v o c a t i o n a l 
t r a i n i n g schemes, to those r e p o r t e d by n o n - t r a i n e r s and 
t r a i n e e s . Three c a t e g o r i e s of p a t i e n t were i n d i c a t e d as 
producing most problems, husband and w i f e c o n s u l t i n g 
together, a d o l e s c e n t s and m e d i c a l l y q u a l i f i e d p a t i e n t s . 
The r e a s o n s why t h e s e p a r t i c u l a r p a t i e n t groups were 
c o n s i d e r e d p r o b l e m a t i c a r e not r e v e a l e d to any depth, but 
one may h y p o t h e s i z e t h a t the s o r t s of problems presented 
by both the m a r r i e d couples and a d o l e s c e n t groups may be 
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more s e x u a l / p s y c h o - s o c i a l i n nature than i s the norm and 
these s o r t s of problems are known to cause g.p.s d i s q u i e t 
(Verhaak, 1986). The g.p.s a l s o r e p o r t e d on 
c o n s u l t a t i o n s i n which they had p a r t i c u l a r communication 
r e l a t e d d i f f i c u l t i e s . A l l doctors r e p o r t e d d i f f i c u l t i e s 
i n t r e a t i n g drug a d d i c t i o n , e x p l o r i n g the p o s s i b i l i t y of 
c h i l d abuse and r e f u s i n g p r e s c r i p t i o n s or c e r t i f i c a t e s . 
T r a i n e e s i n d i c a t e d that they found i n t e r a c t i n g w i t h 
t e r m i n a l p a t i e n t s d i f f i c u l t , s i g n i f i c a n t l y more 
f r e q u e n t l y than the other two doctor groups. However, the 
d i f f i c u l t i e s i n v o l v e d i n t e l l i n g p a t i e n t s about a f a t a l 
i l l n e s s were reported by 15% of the sample, the second 
most f r e q u e n t l y mentioned s p e c i f i c l y communication r e l a t e d 
problem a r e a . Bennett e t a l . (1978) suggest t h a t the 
problems encountered by g.p. t r a i n e e s i n d e a l i n g w i t h 
t e r m i n a l i l l n e s s r e f l e c t d e f i c i e n c i e s i n medical s c h o o l 
t r a i n i n g , e s p e c i a l l y the emphasis p l a c e d on p h y s i c a l 
a s p e c t s of d i s e a s e . But they a l s o u n d e r l i n e the 
d i f f e r e n c e i n age between the t e r m i n a l p a t i e n t and the 
t r a i n e e as a p o t e n t i a l source of problems. 
Pendleton (1979) r e p o r t s a study of g.p. p a t i e n t 
communication w i t h i n the framework of A r g y l e ' s (1969) 
s o c i a l s k i l l s model, i n which g.p.s f i l l e d i n a 
q u e s t i o n n a i r e immediately a f t e r completing c o n s u l t a t i o n s . 
Approximately 20% of c o n s u l t a t i o n s r e p o r t e d l y c o n t a i n e d 
some communication d i f f i c u l t y . A number of v a r i a b l e s were 
d i s c o v e r e d to s i g n i f i c a n t l y d i s c r i m i n a t e between 
c o n s u l t a t i o n s which contained communicative d i f f i c u l t i e s 
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and those which d i d not. I n order of p r e d i c t i v e power 
these were; p a t i e n t regarded as tense, doctor does not 
f e e l r e l a x e d , p a t i e n t of lower s o c i a l c l a s s , doctor has 
p r e v i o u s l y seen p a t i e n t o f t e n f o r t h i s complaint, youth of 
p a t i e n t . The g.p.s r a r e l y i d e n t i f i e d themselves as 
sources of d i f f i c u l t y i n c o n s u l t a t i o n s , u s u a l l y 
a t t r i b u t i n g d i f f i c u l t i e s to f a c t o r s o u t s i d e of themselves 
which were only r a r e l y immutable. Pendleton suggests on 
the b a s i s of h i s a n a l y s i s t h a t the two most u s e f u l 
communicative s k i l l s needed by a g.p. to a t t a i n h i s g o a l s 
i n a c o n s u l t a t i o n are the a b i l i t y to i n f l u e n c e h i s 
p a t i e n t s a t t i t u d e s and behaviour and t o be s k i l l e d i n the 
two-way t r a n s m i s s i o n of information. 
T r a d i t i o n a l l y such "bedside manners" were assumed to be 
something t h a t doctors developed n a t u r a l l y ( o r d i d not as 
the case may b e ) . But over the l a s t decade or so t h e r e 
has been a growing r e c o g n i t i o n t h a t "bedside manners" 
c o n s i s t of t r a i n a b l e s k i l l s . There have been a number of 
s t u d i e s of methods of t r a i n i n g medics, e s p e c i a l l y 
s t u d e n t s , i n such communication s k i l l s . Maguire and 
R u t t e r (1976) r e v e a l e d s e r i o u s d e f i c i e n c i e s i n the h i s t o r y 
t a k i n g s k i l l s of s e n i o r medical s t u d e n t s . Maguire, C l a r k 
and J o l l e y (1977) compared the h i s t o r y t a k i n g s k i l l s of 3 
groups of s t u d e n t s , who r e c e i v e d d i f f e r e n t c o u r s e s on 
communication s k i l l s . One group r e c e i v e d seminars guided 
by p r i n t e d handout m a t e r i a l s and d i s c u s s e d v i d e o 
r e c o r d i n g s of c o n s u l t a t i o n s on the b a s i s of t h e s e 
g u i d e l i n e s . A second group's seminars were not guided by 
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handouts. The s t u d e n t s d i s c u s s e d the video m a t e r i a l 
f r e e l y and the p r i n t e d handouts were d i s t r i b u t e d only a t 
the end of the seminar s e s s i o n s . A t h i r d group r e c e i v e d a 
t r a d i t i o n a l d i d a c t i c course on communication s k i l l s . 
Both video c o u r s e s were shown to be more e f f e c t i v e modes 
of t e a c h i n g communication s k i l l s than the t r a d i t i o n a l 
approach. The f r e e d i s c u s s i o n group of stu d e n t s gained 
b e t t e r r e s u l t s than those who r e c e i v e d the more s t r u c t u r e d 
course. 
Pendleton and Wakeford (1979) v i d e o recorded medical 
s t u d e n t s f i r s t i n t e r a c t i o n s with p a t i e n t s and randomly 
ass i g n e d them to two groups. One group reviewed t h e i r 
video tapes i n t u t o r i a l s e s s i o n s , paying p a r t i c u l a r 
a t t e n t i o n to a f f e c t i v e a s p e c t s of the i n t e r a c t i o n s . The 
c o n t r o l group r e c e i v e d more t r a d i t i o n a l t u t o r i a l s on 
medical h i s t o r y t a k i n g and examination. Subsequent 
i n t e r a c t i o n s w i t h p a t i e n t s were video recorded f o r both 
groups. A l l video r e c o r d i n g s were r a t e d by independent 
s c o r e r s , b l i n d to group membership, u s i n g a content 
a n a l y s i s type schedule. The e x p e r i m e n t a l group's s c o r e s 
improved s i g n i f i c a n t l y on measures of t h e i r i n t e r p e r s o n a l 
s k i l l s such as qu e s t i o n i n g , l i s t e n i n g , coping w i t h p a t i e n t 
a f f e c t and c l a r i f y i n g i n f o r m a t i o n . I n c o n c l u s i o n i t seems 
t h a t such s t r a i g h t f o r w a r d feedback approachs to c l i n i c a l 
communication s k i l l s t r a i n i n g a r e h i g h l y e f f e c t i v e , and 
t r a i n i n g a t an e a r l y s t a g e i n a medic's c a r e e r an 
eminently s e n s i b l e approach. 
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Non-verbal communication As w i t h other i n t e r p e r s o n a l 
communications (Argyle, 1975) non-verbal components 
c l e a r l y o p e r a t e during d o c t o r - p a t i e n t i n t e r a c t i o n s . One 
important way i n which d o c t o r s g a i n i n f o r m a t i o n about 
p a t i e n t s ' i l l n e s s e s i s i n h e r e n t l y non-verbal; but the 
p h y s i c a l examination i s not normally viewed as being i n 
the p r o v i n c e of non-verbal communication. And y e t 
non-verbal components may p l a y an important p a r t i n , f o r 
example, d i a g n o s t i c d e c i s i o n making, wi t h o l f a c t i o n being 
i n c l u d e d i n l i s t s of non-verbal s o u r c e s of i n f o r m a t i o n 
a v a i l a b l e to doctors (Pendleton, 1983). Although a 
number of authors have attempted to e x p l a i n the importance 
of non-verbal components of communication to medical 
r e a d e r s (e.g. P i e t r o n i , 1976; Friedman, 1979; Argyle, 
1983) t h e r e have been few s p e c i f i c s t u d i e s of non-verbal 
a s p e c t s of communication i n medicine. S i n c e about one 
t h i r d of g.p. c o n s u l t a t i o n s a r e made f o r reasons t h a t 
i n c l u d e a p s y c h o - s o c i a l complaint ( F i t t o n and Acheson, 
1979; Verhaak 1986), the a b i l i t y to a c c u r a t e l y r e c o g n i s e 
p a t i e n t emotional s t a t e s i s c l e a r l y , one t h a t i t would be 
advantageous f o r doctors to p o s s e s s . However, the p r e s e n t 
author knows of no r e s e a r c h i n t o the a c c u r a c y of 
g.p.s* Judgements, although i t seems t h a t most people 
p o s s e s s f a i r l y a c c u r a t e non-verbal communication 
p e r c e p t i o n a b i l i t i e s (Buck, 1984). 
I n a r e v i e w aimed a t g.p.s. P i e t r o n i (1976) p o i n t s t o the 
importance of non-verbal communication d u r i n g g.p. 
c o n s u l t a t i o n s . He d i f f e r e n t i a t e s between ( 1 ) proxemics-
the use of space, time, p o s i t i o n and a r t i f a c t s , 
( 2 ) k i n e s i c s - f a c i a l e x p r e s s i o n , body posture e t c . 
(3) paralanguage- nonverbal v o c a l components of language 
and (4) touch, as important p a r t s of non-verbal 
communication i n c o n s u l t a t i o n s . F u r t h e r he urges g.p.s to 
pay g r e a t e r a t t e n t i o n to non-verbal a s p e c t s of 
c o n s u l t a t i o n s and use these to c r e a t e more f r i e n d l y and 
i n t i m a t e i n t e r a c t i o n s w i t h p a t i e n t s . While such study of 
t h e i r c o n s u l t a t i o n s i s c l e a r l y of v a l u e i t i s not of 
d i r e c t r e l e v e n c e to o u r s e l v e s except i n so f a r as they a c t 
to a l t e r the meanings of v e r b a l messages f o r p a r t i c i p a n t s . 
What i s more not a l l non-verbal a s p e c t s of i n t e r a c t i o n s 
are open to change. G.p.s a r e o f t e n c o n s t r a i n e d i n the 
way they arrange an o f f i c e p u r e l y by the space a v a i l a b l e , 
or because the c o n s u l t i n g room i s used by a number of 
p a r t n e r s , so t h a t i t i s not t o t a l l y amenable to 
goffmanesque stage management. Although the 
ac r o s s - d e s k i n t e r a c t i o n i s i d e n t i f i e d by P i e t r o n i as 
more formal and l e s s i n t e r a c t i v e than other p o s s i b l e 
ways of p o s i t i o n i n g , i t i s p o s s i b l e t h a t a g.p. who by 
nature i n t e r a c t s more wit h p a t i e n t s may use t h i s as a 
defense and a way to r e s t r a i n vigourous i n t e r a c t i o n s . 
P a t i e n t s may a l s o f e e l l e s s i n h i b i t e d and be a b l e to 
i n t e r a c t more wit h a doctor who m a i n t a i n s a degree of 
p r o f e s s i o n a l d i s t a n c e , mediated f o r example by the 
p o s i t i o n i n g of the desk. Thus c o n t r a r y to what one may 
expect from most other s o c i a l i n t e r a c t i o n s p a t i e n t s may 
r e v e a l more i n t i m a t e d e t a i l s to a doctor who keeps h i s or 
her a f f e c t i v e d i s t a n c e because they a r e c l o t h e d i n a 
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p r o f e s s i o n a l anonymity ( c . f . P a t t e r s o n , 1976). 
L i t t l e r e s e a r c h has d i r e c t l y addressed the i s s u e of 
non-verbal communication i n g.p. c o n s u l t a t i o n s and 
although i t i s g e n e r a l l y assumed t h a t non-verbal 
communication i s l i k e l y to i n f l u e n c e such i n t e r a c t i o n s i t 
i s u n c l e a r to what degree i t i s autonomous of o t h e r 
v a r i a b l e s , both i n d i v i d u a l and s t r u c t u r a l , and thus open 
to manipulation. Although t r a i n i n g does appear to help 
doctors to improve t h e i r i n t e r a c t i o n a l s t y l e s with r e s p e c t 
to non-verbal components, t h i s i s b e s t achieved e a r l y 
during c a r e e r s (Wakeford, 1983). For a f u l l e r d i s c u s s i o n 
of the t e a c h i n g of non-verbal s k i l l s and e f f e c t s on doctor 
p a t i e n t rapport see DiMatteo (1979). DiMatteo g e n e r a l l y 
concludes t h a t nonverbal components of medical 
i n t e r a c t i o n s have important e f f e c t s on the 
socio-emotional a s p e c t s of p a t i e n t c a r e and t h e r e i s 
p l e n t y of room f o r improvement i n many do c t o r s * 
performances which may be am enable to t r a i n i n g . 
The p i c t u r e drawn by t h i s r e v i e w of doctor p a t i e n t 
communication i s perhaps somewhat d i s t u r b i n g . P a t i e n t s 
understand and remember only about 50-65# of what they a r e 
t o l d by t h e i r d o ctors. However, one of the most l i k e l y 
p i e c e s of i n f o r m a t i o n w i t h which a p a t i e n t l e a v e s a 
c o n s u l t a t i o n i s a d i a g n o s t i c l a b e l . But such a l a b e l i s 
o f t e n v e r y vague, i n many c a s e s l i t t l e more than a 
d e s c r i p t i o n of symptoms, and many p a t i e n t s a r e 
d i s s a t i s f i e d w i t h the medical c a r e they r e c e i v e . I t i s 
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thus h a r d l y s u r p r i s i n g to d i s c o v e r t h a t many p a t i e n t s f a i l 
to comply w i t h t h e i r doctors* i n s t r u c t i o n s , given t h a t 
many d i d not understand them i n the f i r s t p l a c e , or had 
f o r g o t t e n them by the time they l e f t the surgery. G.p.s* 
i n t e r a c t i o n s w i t h p a t i e n t s c o n s i s t of a s e r i e s of 
behaviours, which a r e t y p i c a l l y o r i e n t e d towards p h y s i c a l 
a s p e c t s of d i s e a s e . These a r e i n i t i a t e d by the g.p. wit h 
l i t t l e v a r i e t y i n p a t t e r n i n g or r e s p o n s i v e n e s s to p a t i e n t 
c h a r a c t e r i s t i c s . P a t i e n t s on the other hand do attempt to 
e x e r t some i n f l u e n c e over the i n t e r a c t i o n and plan what to 
say. But r a r e l y do p a t i e n t s q u e s t i o n t h e i r g.p.s, and 
most i n f o r m a t i o n gleaned i s dispensed a t the g.p.*s 
d i s c r e t i o n . The g.p. i s c l e a r l y i n charge of the agenda 
and t h i s i s I m p l i c i t l y accepted by p a t i e n t s . When the 
g.p. a l l o w s the p a t i e n t to s t e e r the i n t e r a c t i o n more ( a s 
i n a p a t i e n t c e n t r e d s t y l e ) the l i m i t s of the p a t i e n t ' s 
freedom a r e p r e s c r i b e d by the doctor. The q u e s t i o n of the 
nature of the doctor's power i s one t h a t has r e c e i v e d 
c o n s i d e r a b l e a t t e n t i o n i n the l i t e r a t u r e . W a i t z k i n and 
S t o e c k l e (1972, 1976) forward the h y p o t h e s i s t h a t d o c t o r s 
r e s t r i c t i n f o r m a t i o n i n order to m a i n t a i n power i n the 
r e l a t i o n s h i p . T h i s however begs the q u e s t i o n of the b a s i s 
of the d o c t o r ' s power, s i n c e r e s t r i c t i o n of i n f o r m a t i o n i s 
i t s e l f an e x e r c i s e of power. T h i s p o i n t i s missed by 
W a i t z k i n and S t o e c k l e who base t h e i r a n a l y s i s of power on 
the work of Dahl (1957). More s o p h i s t i c a t e d a n a l y s e s 
(e.g. Lukes, 197&) i n d i c a t e t h a t c o n t r o l over the agenda 
i s i t s e l f an a s p e c t of power. However, the nature of the 
power r e l a t i o n s h i p i s only a p e r i p h e r a l I n t e r e s t f o r 
76 
o u r s e l v e s , except i n so f a r as to p o i n t out t h a t power i s 
o f t e n g r e a t e r when i t i s not v i s i b l e . 
T a l k i n g about Cancer, Dying and Death. 
I n a s e r i e s of p u b l i c a t i o n s F e i f e l argues t h a t death has 
many meanings, which d i f f e r not o n l y between c u l t u r e s but 
a l s o w i t h i n c u l t u r e s and w i t h i n s i n g l e i n d i v i d u a l s over 
time ( F e i f e l , 1959; 1963; 1969a; 1969b). Thus the p o i n t s 
i n both time and space upon which a r e s e a r c h e r c e n t r e s 
may be of c r u c i a l importance to the r e s u l t s , death can be 
a g e n t l e night or a g r e a t d e s t r o y e r . I t may r e f l e c t the 
c e s s a t i o n of pain and s u f f e r i n g , reunion w i t h loved ones, 
l o s s of c o n t r o l , punishment, g l o r y , to name but a few 
p o s s i b l e meanings. F e i f e l (1969a) p o i n t s to 
developmental changes, c u l t u r a l c o n d i t i o n i n g , r e l i g i o u s 
o r i e n t a t i o n , p e r s o n a l i t y c h a r a c t e r i s t i c s and l e v e l of 
t h r e a t as major shaping powers to the i n d i v i d u a l 
conception of death. C o n t r a d i c t o r y a t t i t u d e s may c o e x i s t 
i n a s i n g l e i n d i v i d u a l c o n c u r r e n t l y , f o r example, 
r e a l i s t i c acceptance of death and i t s r e j e c t i o n e x i s t i n a 
s u b t l e e q u i l i b r i u m i n many s e r i o u s l y i l l p a t i e n t s ( F e i f e l , 
1965). These may s e r v e a d a p t a t i o n a l needs of the p a t i e n t 
who must o r g a n i s e r e s o u r c e s f o r oncoming e x t i n c t i o n and 
m a i n t a i n communal a s s o c i a t i o n s . What i s more, treatment 
of the s e r i o u s l y and t e r m i n a l l y i l l i s o f t e n c o n d i t i o n a l 
on the c o n s i d e r a t i o n s and wants of the h e a l t h y r a t h e r than 
to the needs of the s i c k ( F e i f e l , 1959). Although t h e r e 
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i s a dominant i f unspoken assumption t h a t t a l k i n g of death 
i s to be avoided, s i n c e i t i s damaging to the p a t i e n t , 
some evidence suggests t h a t p a t i e n t s not only l e a r n to 
l i v e w i t h the s t r e s s of knowing, but "grow and change 
under i t s goad... impending death has f o s t e r e d c r e a t i v i t y 
r a t h e r than p a r a l y s i s * * ( F e i f e l , 1969a; p. 2 9 ^ ) . I n a study 
of 92 t e r m i n a l l y or s e r i o u s l y i l l p a t i e n t s and matched 
h e a l t h y c o n t r o l s , F e i f e l (1969b) r e p o r t s t h a t being c l o s e 
to death and contemplating i t from a d i s t a n c e c a l l f o r t h 
d i f f e r e n t defense s t r a t e g i e s . I n the dying group t h e r e i s 
more d e n i a l and avoidance, w h i l e i n the h e a l t h y more 
i n t e l l e c t u a l i s a t i o n . Younger p a t i e n t s and those w i t h 
c h i l d r e n were more r e j e c t i n g of p e r s o n a l death than o l d e r 
ones. P a t i e n t s who had known of the import of t h e i r 
i l l n e s s f o r more than 6 months r e v e a l e d l e s s f e a r than 
those who had known f o r s h o r t e r p e r i o d s . The h e a l t h y 
were more concerned with the f e a r of dying than of death. 
A group of 81 doctors i n v e s t i g a t e d by F e i f e l (1969b) 
r e v e a l e d g r e a t e r f e a r of death than e i t h e r the p a t i e n t or 
h e a l t h y groups. Although the d o c t o r s wanted to be 
informed i f they were dying, they would be l e s s w i l l i n g 
than dying p a t i e n t s to inform o t h e r s people of t h i s . T h i s 
f i n d i n g suggests t h a t d o c t o r s may p o s s e s s d i f f e r e n t 
a t t i t u d e s to death than both p a t i e n t and g e n e r a l 
p o p u l a t i o n s . F e i f e l (1963) h y p o t h e s i s e d t h a t d o c t o r s take 
up medicine because of t h e i r above average f e a r of death. 
He r e p o r t s t h a t p h y s i c i a n s have more m a t e r i a l i s t i c 
p h y s i c a l e x t i n c t i o n concepts of death than e i t h e r p a t i e n t s 
or h e a l t h y i n d i v i d u a l s ( F e i f e l , 1969b). We thus t u r n 
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our a t t e n t i o n to doctors and what i s known of t h e i r 
a t t i t u d e s and b e l i e f s toward death. 
Doctors a t t i t u d e s to death A number of s t u d i e s have 
i n v e s t i g a t e d d o c t o r s ' a t t i t u d e s to death and dying 
p a t i e n t s , d o c t o r s ' a n x i e t i e s about t h e i r own death and 
the l i k e . D i c k i n s o n and Pearson (1979) mailed L i k e r t 
s c a l e q u e s t i o n n a i r e s to 3 y e a r c o h o r t s of graduates of 5 
American medical s c h o o l s , o b t a i n i n g a 71% r e t u r n r a t e . 
Doctors were c a t e g o r i s e d by s p e c i a l t y to i n v e s t i g a t e the 
r e l a t i o n s h i p between a t t i t u d e s toward t e r m i n a l p a t i e n t s 
and s p e c i a l t y . Dickenson and Pearson r e p o r t t h a t 
o n c o l o g i s t s were the group of medics who f e l t most 
comfortable w i t h dying p a t i e n t s , were l e a s t l i k e l y to r a t e 
t e r m i n a l c a r e n e g a t i v e l y , and found i t e a s i e s t to t e l l 
p a t i e n t s they were dying. O n c o l o g i s t s b e l i e v e d s t r o n g l y 
t h a t p h y s i c i a n s r e f e r r e d t e r m i n a l p a t i e n t s to c o l l e a g u e s 
i n order to avoid them themselves. General p r a c t i c e was 
a s p e c i a l t y i n c l u d e d i n t h i s survey and g.p.s were middle 
r a n k i n g on a l l but two of the s c a l e s . G.p.s d i d not 
b e l i e v e t h a t doctors r e f e r r e d dying p a t i e n t s on i n order 
to avoid them, but f e l t depressed when a p a t i e n t d i e d . 
Only p e d i a t r i c i a n s and p s y c h i a t r i s t s r e p o r t e d f e e l i n g more 
depressed than g.p.s a t the death of a p a t i e n t . 
S c h u l z and Aderman (1979) found t h a t p h y s i c i a n s ' death 
a n x i e t y s c a l e s c o r e s were s i g n i f i c a n t l y r e l a t e d to the 
l e n g t h of time t h e i r t e r m i n a l p a t i e n t s s u r v i v e d a f t e r 
a d mission to h o s p i t a l . P a t i e n t s under the c a r e of 
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d o c t o r s w i t h high death a n x i e t i e s were i n h o s p i t a l on 
average 5 days longer before dying than p a t i e n t s whose 
doctors s c o r e d medium or low on the death a n x i e t y s c a l e . 
These r e s u l t s were i n t e r p r e t e d as evidence t h a t d o c t o r s 
w i t h high death a n x i e t y were l e s s w i l l i n g to accept 
p a t i e n t s ' t e r m i n a l s t a t e s and thus more l i k e l y to use 
h e r o i c measures to keep them a l i v e . However, we suggest 
an a l t e r n a t i v e e x p l a n a t i o n . I t i s p o s s i b l e t h a t the 
doctors w i t h h i g h e r death a n x i e t i e s admit t h e i r p a t i e n t s 
i n t o h o s p i t a l e a r l i e r than those with medium or low l e v e l s 
of death a n x i e t y . 
F e i f e l * s h y p o t h e s i s t h a t death a n x i e t y i s the c a u s a l 
v a r i a b l e i n s t u d e n t s ' d e c i s i o n s to study medicine must be 
r e j e c t e d . F e i f e l forwarded t h i s h y p o t h e s i s on the b a s i s 
of doctors* death a n x i e t y l e v e l s and i n t e r p r e t e d t h i s 
f i n d i n g as a t r a i t . A more parsimoneous e x p l a n a t i o n i s 
t h a t the r e s u l t s a r e a consequence of t r a i n i n g . Thus the 
f i n d i n g t h a t doctors a r e more " m a t e r i a l i s t " about death 
( F e i f e l , 1969b) i s probably a f u n c t i o n of the b i o l o g i c a l , 
s c i e n t i f i c o r i e n t a t i o n of medicine r a t h e r than i n d i c a t i v e 
of a deep rooted t r a i t . S t u d i e s of m e d i c a l s c h o o l i n t a k e s 
r e v e a l numerous sociodemographlc v a r i a b l e s and 
i n d i v i d u a l d i f f e r e n c e s which d i s t i n g u i s h medical s c h o o l 
i n t a k e from both the g e n e r a l p o p u l a t i o n and u n i v e r s i t y 
i n t a k e s i n t o other d i s c i p l i n e s . These i n c l u d e s o c i a l 
c l a s s , sex, r a c e , e d u c a t i o n a l attainment e t c . such t h a t 
medical s c h o o l i n t a k e i n the U.S. i s o v e r r e p r e s n t a t i v e of 
the upper middle c l a s s male "W.A.S.P." a t the expense of 
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other groups ( s e e f o r d e t a i l e d breakdown Mechanic, 1978; 
PP. 379-390). Such a sociodemographic b i a s i s a l s o the 
case i n the U.K., although the sex d i f f e r e n c e has now 
n e a r l y disappeared ( A l l e n , 1986). 
Howells and F i e l d (1982) i n a study of medical students a t 
a B r i t i s h medical s c h o o l , r e p o r t t h a t medical students d i d 
not d i f f e r from a c o n t r o l group of s t u d e n t s i n t h e i r f e a r 
of death as a s s e s s e d by q u e s t i o n n a i r e . Both groups of 
students f e a r e d death of a s i g n i f i c a n t o t her most, dying 
themselves l e s s and being dead l e a s t . Females were more 
f e a r f u l than males. There were s i g n i f i c a n t c o r r e l a t i o n s 
between E.P.Q. (Eysenck and Eysenck; 1975) n e u r o t i c i s m 
s c a l e s c o r e s and a l l t h r e e s c a l e s on the f e a r of death 
q u e s t i o n n a i r e . 
I n overview then F e i f e l 9 s h y p o t h e s i s t h a t doctors have 
h i g h e r death a n x i e t y l e v e l s than people i n g e n e r a l and 
t h a t t h i s can be used as an e x p l a n a t o r y mechanism to 
account f o r t h e i r behaviour i n terms of a p s y c h o l o g i c a l 
t r a i t i s untenable. Work, such as t h a t of Dickenson and 
Pearson, (1979) or Rea, Greenspoon and S p i l k a (1975) ( t o 
be reviewed below) r e q u i r e more complex i n t e r p r e t a t i o n s 
which take i n t o account the d o c t o r ' s s p e c i a l t y and 
frequency of c o n t a c t with dying p a t i e n t s amongst other 
f a c t o r s . N e v e r t h e l e s s , what i s c l e a r i s t h a t many 
p h y s i c i a n s do f i n d i t d i f f i c u l t to d i s c u s s death and dying 
whether t h i s i s f o r reasons of p e r s o n a l i t y , medical s c h o o l 
t r a i n i n g , o r whatever. 
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The p r o p o r t i o n o f d o c t o r s who t e l l p a t i e n t s t h a t t h e y a r e 
d y i n g . T h e r e have been many s t u d i e s w h i c h have 
a t t e m p t e d t o e s t i m a t e t h e p r o p o r t i o n o f d o c t o r s who t e l l 
t e r m i n a l p a t i e n t s when t h e y a r e d y i n g . T h e s e e s t i m a t e s 
v a r y w i d e l y , w h i c h i n p a r t r e f l e c t s t h e c hanges t h a t have 
o c c u r e d i n d o c t o r s * r e a d i n e s s t o c o n v e y s u c h i n f o r m a t i o n 
o v e r t h e p a s t 30 y e a r s o r s o . However, c o n t r a r y t o t h e 
p o s i t i o n t a k e n by V e a t c h and T a i ( 1 9 8 0 ) , t h e d i f f e r e n c e s 
between s t u d i e s i n d e f i n i t i o n s o f t e l l i n g , r e s e a r c h 
m e t h o d o l o g i e s and groups sampled, make i t i m p o s s i b l e t o 
c o n c l u d e t h a t d i f f e r e n c e s i n f i n d i n g s r e f l e c t a s i m p l e 
change o v e r t i m e . As one l i n e o f s u p p o r t f o r t h i s 
a s s e r t i o n , we c i t e t h e f i n d i n g t h a t a l t h o u g h most s t u d i e s 
have u s e d q u e s t i o n n a i r e s , t h e d e s i g n and w o r d i n g o f 
q u e s t i o n s a r e s o d i v e r g e n t , t h a t i t p r o v e d i m p o s s i b l e t o 
r e l i a b l y summarise t h e f i n d i n g s a s a t a b l e o f t h e 
p e r c e n t a g e of d o c t o r s r e p o r t e d by e a c h s t u d y who a l w a y s , 
u s u a l l y , o c c a s i o n a l l y and n e v e r t e l l . Thus we have been 
f o r c e d t o r e p o r t t h e s t u d i e s f o l l o w i n g t h e w o r d i n g o f t h e 
o r i g i n a l a u t h o r s , w h i c h r e d u c e s t h e d e g r e e t o w h i c h i t i s 
p o s s i b l e t o compare t h e r e s u l t s o f t h e v a r i o u s s t u d i e s . 
F i t t s and R a v d i n (1953) r e p o r t t h a t o f t h e d o c t o r s i n 
P e n n s y l v a n i a r e s p o n d i n g t o t h e i r q u e s t i o n n a i r e , 3% a l w a y s 
and 28% u s u a l l y t o l d , w h i l s t 12% n e v e r and 57% u s u a l l y d i d 
n o t t e l l . R e n n i c k ( 1 9 6 0 ) r e p o r t s t h a t o f t h e 
r e s p o n d a n t s t o an U.S. n a t i o n w i d e p o s t a l s u r v e y , 16% 
a l w a y s , 62% sometimes and 22% n e v e r t e l l . Oken ( 1 9 6 1 ) 
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r e p o r t s t h a t 88* o f h i s sa m p l e o f s t a f f members o f a 
C h i c a g o h o s p i t a l had t h e u s u a l p o l i c y o f not t e l l i n g 
p a t i e n t s . Of t h e s e 3% o f t e n , 29% o c c a s i o n a l l y , U7% v e r y 
r a r e l y and 9% n e v e r made an e x c e p t i o n t o t h i s p o l i c y . 
F r i e d m a n ( 1 9 7 0 ) s u r v e y e d p h y s i c i a n s on t h e s t a f f o f a 
B o s t o n h o s p i t a l and r e p o r t s t h a t 25% a l w a y s , 66% sometimes 
and 9% n e v e r t e l l . Rea, Greenspoon and S p i l k a ( 1 9 7 5 ) 
r e p o r t t h a t 39% o f t h e i r U.S. sample acknowledged "some 
d e g r e e o f n e g a t i v i t y toward i n f o r m i n g " , 22% would r e f u s e 
t o t e l l , w h i l s t t h e r e m a i n d e r ( f e e l i n g t h e p a t i e n t "must" 
be t o l d . Noyes, J o c h i m s e n and T r a v i s ( 1 9 7 7 ) compared t h e 
r e s u l t s o f a q u e s t i o n n a i r e t h e y a d m i n i s t e r e d i n 1971 and 
a g a i n i n 1976 t o groups o f m e d i c a l s t u d e n t s , r e c e n t 
g r a d u a t e s and f a c u l t y members o f t h e U n i v e r s i t y o f Iowa 
m e d i c a l s c h o o l . I n 1971 t h e p r o p o r t i o n s o f e a c h o f t h e 3 
groups r e s p e c t i v e l y who " f r e q u e n t l y t o l d " were 60%, 5&% 
and UU%, w h i l e i n 1976 t h e y were S0%, 7Q% and 61%. 
Novack, Plumer, Smith, O c h i t i l l , Morrow and B e n n e t t ( 1 9 7 9 ) 
i n R o c h e s t e r , N.Y., a d m i n i s t e r e d a q u e s t i o n n a i r e v e r y 
s i m i l a r t o t h a t Oken had us e d n e a r l y 20 y e a r s p r e v i o u s l y . 
They found t h a t 98X r e p o r t e d t h e i r u s u a l p o l i c y t o be one 
of t e l l i n g . Of t h e s e 7% n e v e r , 6l% v e r y r a r e l y , 28X 
o c c a s i o n a l l y and 2% o f t e n made an e x c e p t i o n t o t h i s 
p o l i c y . 
C a r t w r i g h t , e t a l . ( 1 9 7 3 ) c o n d u c t e d a s t u d y i n t h e U.K 
°f 
b a s e d on t h e f o l l o w upy(a r e p r e s e n t i v e s a m p l e o f d e a t h s . 
They r e p o r t t h a t 65% o f t h e g.p.s who had c a r e d f o r t h e 
d e c e a s e d would t e l l t h e t r u t h t o a 55 y e a r o l d d y i n g 
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b u s i n e s s m a n who a s k e d , but 22% would l i e , and 1 3 % would 
e i t h e r change t h e s u b j e c t o r g i v e a q u a l i f i e d answer. I f 
t h e p a t i e n t were a young mother who d i d not a s k , o r an 
e l e r l y widower who s a i d " t h i s won't k i l l me d o c t o r w i l l 
i t ? " t h e p e r c e n t a g e o f g.p.s who would t e l l t h e t r u t h 
dropped t o 2% and 13% r e s p e c t i v e l y . 
A n o t h e r l i n e o f r e s e a r c h t h a t i s c l o s e l y r e l a t e d t o t h e 
one we have J u s t c o n s i d e r e d , h a s a t t e m p t e d t o e s t i m a t e t h e 
p r o p o r t i o n o f d o c t o r s who t e l l p a t i e n t s t h e y have c a n c e r . 
I n some o f t h e s t u d i e s r e v i e w e d above i t e m s were i n c l u d e d 
i n t h e q u e s t i o n n a i r e w h i c h a s k e d i f t h e r e s p o n d a n t would 
i n f o r m p a t i e n t s o f a c a n c e r d i a g n o s i s . Y e t i n o t h e r 
s t u d i e s i n f o r m i n g a p a t i e n t o f a c a n c e r d i a g n o s i s was 
i m p l i c i t l y e q u a t e d w i t h i n f o r m i n g them t h e y were d y i n g . 
One s t u d y w h i c h h a s e x p l i c i t l y i n v e s t i g a t e d what 
p r o p o r t i o n o f d o c t o r s a r e w i l l i n g t o i n f o r m p a t i e n t s t h e y 
have c a n c e r i s t h a t o f Greenwald and N e v i t t ( 1 9 8 2 ) . They 
i n t e r v i e w e d d o c t o r s who were " c a n c e r - o r i e n t e d " p r a c t i c i n g 
i n t h e Midwest o f t h e U.S.. They r e p o r t t h a t 3 0% 
a g r e e d s t r o n g l y , 51% a g r e e d , 16% d i s a g r e e d and 3% 
d i s a g r e e d s t r o n g l y w i t h t h e s t a t e m e n t t h a t c a n c e r p a t i e n t s 
s h o u l d be t o l d t h e i r d i a g n o s i s . But w h i l s t t h u s &1% 
t h o u g h t p a t i e n t s s h o u l d be t o l d , f u l l y kQ% t h o u g h t t h a t 
p a t i e n t s p r e f e r r e d not t o know. 
Whatever t h e s p e c i f i c p r o p o r t i o n s i n v o l v e d , i t i s c l e a r 
t h a t t h e r e i s c o n s i d e r a b l e r e t i c e n c e amongst d o c t o r s i n 
t e l l i n g p a t i e n t s t h e y h a v e c a n c e r a nd/or t h a t t h e y a r e 
g o i n g t o d i e . The m a j o r i t y o f t h e s t u d i e s c o n s i d e r e d 
were c a r r i e d out i n t h e U n i t e d S t a t e s , where t h e 
d o c t o r ' s l e g a l p o s i t i o n d i f f e r s somewhat t o t h a t o f 
d o c t o r s i n t h e U.K.. A m e r i c a n d o c t o r s a r e more l i k e l y t o 
f a c e l i t i g a t i o n i f t h e y do n o t i n f o r m p a t i e n t s about 
i l l n e s s t h a n t h e i r B r i t i s h c o u n t e r p a r t s and s u c h 
c o n s i d e r a t i o n s a r e l i k e l y t o e f f e c t t h e i r b e h a v i o u r . F o r 
example, G l a s e r and S t r a u s s (1965a) d e s c r i b e an i n c i d e n t i n 
w h i c h a p a t i e n t i s t o l d o f h i s c a n c e r by a d o c t o r who 
c l e a r l y would have p r e f e r r e d t o s a y n o t h i n g , but does so 
f o r f e a r o f f a c i n g a c o u r t c a s e i f he d i d n o t . Thus t h e 
U.S. d a t a a r e l i k e l y t o r e p o r t h i g h e r l e v e l s o f t e l l i n g 
f o r p u r e l y s t r u c t u r a l r e a s o n s , and a r e t h u s o f o n l y 
l i m i t e d r e l e v a n c e t o g e n e r a l p r a c t i c e i n t h e U.K.. 
F u r t h e r m o r e t h e r e a r e m a j o r m e t h o d o l o g i c a l problems and 
I n a d e q u a c i e s a s s o c i a t e d w i t h many of t h e s e q u e s t i o n n a i r e 
s t u d i e s . One i m p o r t a n t i s s u e i s t h e r e l a t i o n s h i p between 
r e p o r t e d and a c t u a l b e h a v i o u r , n o t o n l y i n t h e s e n s e o f 
d o c t o r s f a k i n g good t o q u e s t i o n n a i r e i t e m s , but a l s o i n 
t e r m s o f r e s p o n d a n t s not h a v i n g c l e a r i n s i g h t i n t o t h e i r 
own b e h a v i o u r . S e c o n d l y q u e s t i o n n a i r e s i n e v i t a b l y 
r e s t r i c t t h e r e s p o n s e s e t and do n o t p e r m i t c o n s i d e r a t i o n 
o f t h e d i v e r s i t y o f p o s s i b l e s i t u a t i o n s i n w h i c h t h e 
d o c t o r may f a c e d e c i s i o n s t o t e l l o r n o t . T h i s p o i n t i s 
c l e v e r l y a p p r o a c h e d by C a r t w r i g h t e t a l f s ( 1 9 7 3 ) 
s p e c i f i c a t i o n o f d i f f e r e n t s o r t s o f p a t i e n t s whom t h e g.p. 
was a s k e d t o c o n s i d e r . Such a t e c h n i q u e i s not u s e d i n 
any o f t h e o t h e r s t u d i e s c o n s i d e r e d . F i n a l l y g i v e n t h e 
d i f f i c u l t i e s i n c o m m u n i c a t i o n a l r e a d y r e v i e w e d and t h e 
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p r o p o r t i o n s o f i n f o r m a t i o n not u n d e r s t o o d o r f o r g o t t e n by 
p a t i e n t s . t h e r e may be c o n s i d e r a b l e d i f f e r e n c e s between 
t h e d o c t o r s * i n t e n t i o n s and t h e i r r e a l i s a t i o n . T h a t i s 
d o c t o r s may t h i n k t h e y t e l l p a t i e n t s but p a t i e n t s may 
t h i n k o t h e r w i s e . 
Do p e o p l e want t o know when t h e y a r e d y i n g ? As p r e v i o u s l y 
m e n t i o n e d F l e t c h e r ( 1 9 7 3 ) a s s e r t s t h a t 80% o f d y i n g 
p a t i e n t s know t h e y a r e d y i n g and would p r e f e r t o t a l k 
about i t . F l e t c h e r c i t e s Cramond ( 1 9 7 0 ) a s h i s a u t h o r i t y , 
but Cramond s a y s m e r e l y : 
" I t h a s been s a i d t h a t 8>0% o f p a t i e n t s know t h a t t h e y 
a r e d y i n g and would w i s h t o t a l k about i t . . . My 
e x p e r i e n c e w i t h p a t i e n t s i n c h r o n i c r e n a l f a i l u r e 
showed t h a t a l l t h e s e p a t i e n t s had c o n s i d e r e d t h e i r 
own d e a t h w i t h a w a r e n e s s and r e l i e f . ** 
(Cramond, 1970; p.389) 
C l e a r l y t h i s i s i n s u f f i c i e n t e v i d e n c e t o r e s o l v e t h e i s s u e 
o f w h e t h e r o r n o t p e o p l e would p r e f e r t o know t h a t t h e y 
a r e d y i n g . However a number o f r e s e a r c h e r s have 
i n v e s t i g a t e d t h e i s s u e more s y s t e m a t i c a l l y and i t i s t o 
t h e s e s t u d i e s of p e o p l e s * I n f o r m a t i o n p r e f e r e n c e s t h a t we 
now p r o c e e d . 
Cappon ( 1 9 6 2 ) r e p o r t s t h a t 91% o f n o n - p a t i e n t s would w i s h 
t o know i f a s e r i o u s i l l n e s s was t e r m i n a l . I n a G a l l u p 
p o l l o f a r e p r e s e n t a t i v e sample o f A m e r i c a n s , i t i s 
r e p o r t e d t h a t 82 t o 92,% would want t o be t o l d i f t h e y had 
a f a t a l i l l n e s s , d e p ending on age, s e x , s o c i o - e c o n o m i c 
s t a t u s and g e o g r a p h i c a l r e g i o n ( B l u m e n f i e l d . L e v y and 
Kaufman, 1978). I n a n o t h e r s t u d y Cappon (1978) 
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i n t e r v i e w e d members o f t h e g e n e r a l p u b l i c on t h e i r 
a t t i t u d e s t oward d e a t h . 8 8 % r e p o r t e d t h e y would p r e f e r t o 
be t o l d t h e y had a t e r m i n a l d i s e a s e by t h e i r d o c t o r and 
o n l y 8.5% would p r e f e r a member o f h i s o r h e r f a m i l y t o 
i n f o r m them. T h i s r e s u l t p r o b a b l y r e f l e c t s a g e n e r a l 
a w a r e n e s s t h a t t h e d o c t o r i s t h e p e r s o n most l i k e l y t o 
have t h e r e l e v e n t knowledge. [ 2 0 % o f r e s p o n d e n t s wanted 
o n l y m i n i m a l n o t i c e o f d e a t h , 10% a day, t h e r e m a i n d e r 
g i v i n g c o n v e n t i o n a l a n s w e r s o f 6 and 12 months.] However 
ii 
a p p r o x i m a t e l y a q u a r t e r o f t h e sample r e s p o n d e d from 
b i r t h ? a f i n d i n g t h a t i s h i g h l y s u s p e c t s u g g e s t i n g 
w e a k n e s s e s i n i n t e r v i e w t e c h n i q u e s . Moreover t h e 
s a m p l i n g p r o c e d u r e u s e d i n t h i s s t u d y i s not c l e a r l y 
d e s c r i b e d and t h e sample i s p r o b a b l y n e i t h e r random, n o r 
s t r a t i f i e d and t h u s t h e g e n e r a l i s a b i l i t y o f t h e r e s u l t s i s 
u n c l e a r . I n t e r v i e w q u e s t i o n s were not s u c h t h a t a 
r e s p o n d e n t c o u l d e a s i l y answer t h a t he o r s h e would p r e f e r 
not to be t o l d o f a p p r o a c h i n g d e a t h . I t i s t h u s 
d i f f i c u l t t o draw f i r m c o n c l u s i o n s about i n f o r m a t i o n 
p r e f e r e n c e from t h i s s t u d y . 
Do p e o p l e want t o be t o l d t h e y have c a n c e r ? K e l l y and 
F r i e s e n ( 1 9 5 0 ) r e p o r t t h a t 8 2 % o f a sample o f n o n - c a n c e r 
p a t i e n t s , a s k e d i f t h e y would want t o be t o l d i f t h e y had 
c a n c e r a n swered i n t h e a f f i r m i t i v e . They a l s o a s k e d a 
group o f c a n c e r p a t i e n t s i f t h e y t h o u g h t t h e i r d i a g n o s i s 
s h o u l d have been d i s c l o s e d t o them and r e c e i v e d an 8 9 % 
a f f i r m a t i v e r e s p o n s e . However, o n l y 7 3 % o f t h i s group 
thought t h a t a d i a g n o s i s o f c a n c e r s h o u l d be r e v e a l e d t o 
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p e o p l e i n g e n e r a l . F o r t h e f i r s t group o f p a t i e n t s t h e 
p o s s i b i l i t y o f t h e i r h a v i n g c a n c e r was f a i r l y remote and 
t h e i r r e s p o n s e s t h u s not t r u l y r e p r e s e n t a t i v e o f a group 
f o r whom i t was a r e a l i s t i c t h r e a t . F o r t h e l a t t e r group, 
c a n c e r had a l r e a d y been d i a g n o s e d and t h e y knew t h i s . 
T h e i r a f f i r m a t i o n t h a t i t was c o r r e c t t o t e l l them o f t h e 
c a n c e r may t h u s r e s u l t from some form o f c o g n i t i v e 
r e a p p r a i s a l f o l l o w i n g , f o r example, a c o g n i t i v e d i s s o n a n c e 
model. T h i s i s e s p e c i a l l y l i k e l y g i v e n t h e i r l o w e r l e v e l 
o f b e l i e f t h a t t e l l i n g p e o p l e i n g e n e r a l was t h e c o r r e c t 
t h i n g t o do. The c r i t i c a l p o p u l a t i o n t o be sampled t h u s 
i s one f o r whom h a v i n g c a n c e r i s a r e a l i s t i c p o s s i b i l i t y , 
but one t h a t h a s not y e t been c o n f i r m e d o r d e n i e d . K e l l y 
and F r i e s e n ( 1 9 5 0 ) a l s o s t u d i e d a l a r g e group o f p a t i e n t s 
a t t e n d i n g a c a n c e r d e t e c t i o n c e n t r e , and r e p o r t t h a t 9 8.5% 
o f t h i s group wanted t o be t o l d i f t h e i r c a n c e r t e s t s were 
p o s i t i v e . T h i s r e s e a r c h i s now somewhat d a t e d and t h e 
p o p u l a t i o n i n v e s t i g a t e d r e s i d e n t i n t h e U.S.A.. I t i s 
t h u s u n c l e a r how r e l e v a n t i t i s t o a p o p u l a t i o n i n 
co n t e m p o r a r y B r i t a i n . What i s more, many o f t h e s t u d i e s 
have been c o n d u c t e d w i t h o u t any c l e a r r e f e r e n c e t o t h e 
c o n t e x t w i t h i n w h i c h communication o c c u r s . T h a t i s a 
p a t i e n t does not J u s t s e e a d o c t o r one day, who s a y s , "You 
have X, and...". The p a t i e n t i s l i k e l y t o have had 
c o n s i d e r a b l e c o n t a c t w i t h t h e m e d i c a l p r o f e s s i o n o v e r an 
e x t e n d e d p e r i o d by t h e time he o r s h e becomes t e r m i n a l . 
We must t h u s p l a c e s u c h q u e s t i o n s a s t e l l i n g o r not 
t e l l i n g i n t o c o n t e x t , s p e c i f i c a l l y t h e c o n t e x t o f t e r m i n a l 
c a r e . 
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Terminal c a r e r e s e a r c h : T a l k i n g with the dying. At the 
t u r n of the ce n t u r y O s i e r ( 1 9 0 6 ) reviewed the c a s e s of 500 
dying p a t i e n t s , of whom 90 s u f f e r e d p h y s i c a l pain and 
d i s t r e s s , 11 "apprehension", two " t e r r o r " , one "remorse", 
and one " s p i r i t u a l e l a t i o n " . But the v a s t m a j o r i t y of 
O s i e r ' s p a t i e n t s e x h i b i t e d "no s i g n one way or the 
other " . According to Hinton (1963) no f u r t h e r r e p o r t s on 
dying p a t i e n t s were p u b l i s h e d f o r more than h a l f a 
century, u n t i l he p u b l i s h e d r e s e a r c h i n t h i s a r e a . 
Hinton (1963* 1966) conducted a s e r i e s of i n t e r v i e w s w i t h 
102 h o s p i t a l i s e d dying p a t i e n t s and c o n t r o l s h o s p i t a l i s e d 
f o r s e r i o u s but n o n - f a t a l i l l n e s s e s . P a t i e n t s were r a t e d 
on a number of s c a l e s , which i n c l u d e d p h y s i c a l d i s t r e s s , 
d e p r e s s i o n , a n x i e t y , and awareness of dying. The dying 
were r a t e d as more p h y s i c a l l y d i s t r e s s e d , depressed and 
anxious than those who were not dying. At f i r s t a d mission 
more than 50% of the dying p a t i e n t s were aware t h a t t h e i r 
i l l n e s s e s may prove f a t a l and 6% were c e r t a i n of t h i s . 
D epression and a n x i e t y were a s s o c i a t e d with p h y s i c a l 
symptoms, the d i s t r e s s caused by these ( e s p e c i a l l y 
nausea, vomiting and dyspnoea), the le n g t h of time over 
which t h e s e had been endured, p a t i e n t age and whether the 
p a t i e n t had young c h i l d r e n . Depression was a l s o 
c o r r e l a t e d w i t h awareness of the p o s s i b i l i t y of death. 
As p a t i e n t s neared death they became more aware of i t s 
p o s s i b i l i t y , s u f f e r e d more p h y s i c a l d i s t r e s s and to some 
degree more d e p r e s s i o n and a n x i e t y . However th e s e were 
m i t i g a t e d by i n c r e a s i n g mental impairement, i n p a r t due to 
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t h e u s e o f Bromptom's m i x t u r e . At l e a s t 7 5 % o f t h e 
p a t i e n t s w e r e aware t h e y were d y i n g by t h e t i m e i t 
o c c u r e d . T h o s e p a t i e n t s who became aware o f d y i n g w h i l e 
i n h o s p i t a l were p a r t i c u l a r l y prone t o d e p r e s s i o n and 
a n x i e t y . R e t r o s p e c t i v e l y 30% o f p a t i e n t s were a s s e s e d a s 
" d e n y i n g " t h a t t h e y were d y i n g , w h i l e 70% " a c c e p t e d " i t t o 
v a r y i n g d e g r e e s . T h i s a c c e p t a n c e r a n g e d from w a n t i n g t o 
ge t i t o v e r , t h r o u g h a c c e p t i n g w i t h o u t g r e a t d i s t r e s s , 
a c c e p t i n g but e x p r e s s i n g r e g r e t , t o a c c e p t i n g but f i n d i n g 
i t d i s t r e s s i n g and w a n t i n g t o l i v e l o n g e r . On t h e s u b j e c t 
o f t e l l i n g o r n o t t e l l i n g p a t i e n t s , H i n t o n recommends 
a n s w e r i n g " s i n c e r e " q u e s t i o n s h o n e s t l y , but e s s e n t i a l l y 
l e a v i n g i t up t o t h e p a t i e n t t o a s k s u c h q u e s t i o n s . 
A l t h o u g h H i n t o n ' s s t u d y i s h i s t o r i c a l l y i m p o r t a n t , t h e 
methodology i s somewhat c r u d e by conte m p o r a r y s t a n d a r d s . 
The m e a sures a r e o f u n c e r t a i n v a l i d i t y and r e l i a b i l i t y and 
not a d m i n i s t e r e d b l i n d t o p a t i e n t group. F u r t h e r p a t i e n t s 
were a l l o c a t e d t o t h e s t u d y on t h e b a s i s o f u n c l e a r l y 
s p e c i f i e d c r i t e r i a and from t h e wards on a h i g h l y 
p r e s t i g i o u s t e a c h i n g u n i t . They were t h u s p r o b a b l y n o t 
r e p r e s e n t a t i v e o f t h e p o p u l a t i o n o f p a t i e n t s d y i n g i n 
h o s p i t a l s , n o r, a s H i n t o n h i m s e l f p o i n t s o u t , 
r e p r e s e n t a t i v e o f t h e g e n e r a l p o p u l a t i o n o f d y i n g p a t i e n t s 
s i n c e a t t h e t i m e t h e m a j o r i t y o f d e a t h s o c c u r e d a t home. 
W i l k e s (1964, 1965) c o n d u c t e d what i s p r o b a b l y t h e f i r s t 
s t u d y o f c a n c e r p a t i e n t s , who were not i n h o s p i t a l but 
r e c e i v i n g c a r e from g.p.s w h i l e d y i n g a t home. The f i r s t 
o f t h e two p a p e r s r e p o r t s t h e e p i d e m i o l o g i c a l b a c k ground 
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t o t h e s t u d y , r e v e a l i n g t h a t o n l y a t h i r d o f a l l c a n c e r 
p a t i e n t s d i e d i n a c u t e h o s p i t a l s and f u l l y 55% d i e d i n 
t h e i r own homes i n h i s a r e a o f s t u d y . O n l y 9% o f 
p a t i e n t s who d i e d from c a n c e r had n e v e r a t t e n d e d h o s p i t a l 
f o r t h i s d i s e a s e and t h i s n o n - r e f e r r a l was r e l a t e d t o age. 
Younger p a t i e n t s were a l m o s t a l w a y s s e e n i n h o s p i t a l s . On 
t h e b a s i s o f g.p. q u e s t i o n n a i r e r e s p o n s e s , W i l k e s ( 1 9 6 5 ) 
r e p o r t s t h a t 51% o f p a t i e n t s r e c e i v i n g t e r m i n a l c a r e a t 
home under t h e g.p. needed some d i f f i c u l t n u r s i n g c a r e and 
13% r e q u i r e d h o s p i t a l i s a t i o n w h i c h was not f o r t h c o m i n g . 
I n c o n t r a s t t o H i n t o n ' s ( 1 9 6 3 ) r e p o r t , 75% o f p a t i e n t s i n 
t h i s sample "had no knowledge" t h a t t h e y had c a n c e r , l e t 
a l o n e t h a t t h e y were d y i n g , 25% "had a good i d e a o f t h e 
t r u t h , a l t h o u g h i t has n e v e r been put t o them" and 11% 
" d e f i n i t e l y knew" t h e y had c a n c e r . P a t i e n t s * knowledge 
made no d i f f e r e n c e from t h e g.p.s* v i e w p o i n t t o t h e e a s e 
o r d i f f i c u l t y o f t r e a t m e n t . The r e l a t i v e s o f p a t i e n t s 
were u s u a l l y t o l d e a r l i e r r a t h e r t h a n l a t e r about t h e 
d i a g n o s i s and t h i s was r e p o r t e d a s " h e l p f u l " f o r t r e a t m e n t 
a t home. 2 2 % o f c a s e s m e r i t e d s p e c i a l p r a i s e from g.p.s, 
b e c a u s e o f how p a t i e n t s , r e l a t i v e s o r both coped w i t h t h e 
s i t u a t i o n . But U% o f c a s e s were c r i t i c i s e d by t h e g.p.s 
f o r how t h e y coped, o r more p r o p e r l y f a i l e d t o cope, i n 
t h e g.p.s o p i n i o n . The g.p.s had o f t e n known and t r e a t e d 
t h e p a t i e n t s f o r y e a r s , b u i l t up i n t i m a t e r e l a t i o n s h i p s 
w i t h p a t i e n t s and t h u s became p e r s o n a l l y i n v o l v e d w i t h 
t h e i r t e r m i n a l c a r e . O v e r a l l W i l k e s draws a t t e n t i o n t o 
t h e s c a l e o f d o m i c i l i a r y t e r m i n a l c a r e and c a l l s f o r more 
f a c i l i t i e s t o be made a v a i l a b l e f o r i t s s u c c e s s f u l 
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p e r f o r m a n c e . On t h e s u b j e c t o f g.p.s t e l l i n g p a t i e n t s 
about t h e i r i l l n e s s W i l k e s h a s n o t h i n g t o s a y . However 
t h e s t u d y depends on g.p. r e p o r t s and no g.p. r e p o r t e d on 
more t h a n 2 c a s e s . Thus t h e s t a t e m e n t w i t h i n t h e p a p e r 
t h a t even t h e 25% who "had a good i d e a o f t h e t r u t h " had 
n e v e r had i t "put t o them" s u g g e s t s t h a t t h e amount o f 
t e l l i n g by g.p.s i s v e r y low i f not n o n - e x i s t e n t . 
A s t u d y w h i c h d i r e c t l y a d d r e s s e d t h e problem o f t e l l i n g 
c a n c e r p a t i e n t s o f t h e i r d i a g n o s i s i s t h a t o f A i t k e n - S w a n 
and E a s s o n ( 1 9 5 9 ) . T h e i r s t u d y however was s p e c i f i c a l l y 
aimed a t p a t i e n t s whose c a n c e r s were ami .enable t o 
t r e a t m e n t w i t h a good l i k e l i h o o d o f s u c c e s s . The 
r a t i o n a l e was t h a t i f a n u c l e u s o f p a t i e n t s who knew t h e y 
had been c u r e d from c a n c e r was c r e a t e d t h e p u b l i c 
m i s c o n c e p t i o n t h a t i t was u n c u r a b l e c o u l d be d i s p e l l e d . 
[An e a r l i e r s t u d y ( P e t e r s o n and A i t k i n - S w a n ; 1954) had 
r e p o r t e d t h a t 6k% o f t h e g e n e r a l p u b l i c d i d not know t h a t 
" c a n c e r c o u l d be c u r e d " . ] C o n s u l t a n t s r e p o r t e d t e l l i n g 
231 s e l e c t e d p a t i e n t s , who were l a t e r i n t e r v i e w e d , 
o s t e n s i b l y on t h e m e d i c a l h i s t o r y , and i n d i r e c t a t t e m p t s 
t o e l i c i t t h e p a t i e n t s " r e a c t i o n t o t h e c o n s u l t a n t ' s 
e x p l a n a t i o n " were made. Those p a t i e n t s who a p p r o v e d o f 
b e i n g t o l d ( 6 6 X ) s t r e s s e d t h e p r a c t i c a l v a l u e o f knowing 
and t h e r e d u c t i o n o f t h e a n x i e t y c a u s e d by u n c e r t a i n t y 
about t h e i l l n e s s . However t h e y a l s o f e l t t h a t o n l y 
p a t i e n t s who c o u l d be c u r e d s h o u l d be t o l d . P a t i e n t s who 
d i s a p p r o v e d o f b e i n g t o l d (7%) " c l a i m e d t o have been u p s e t 
by t h e knowledge" and were e s p e c i a l l y s h o c k e d by t h e f r a n k 
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u s e o f t h e word c a n c e r . 1 9 % o f p a t i e n t s " d e n i e d " h a v i n g 
e v e r been t o l d and t h e r e m a i n i n g 7% o f p a t i e n t s were 
c l a s s i f i e d a s " i n c o n c l u s i v e " s i n c e A i t k e n - S w a n and E a s s o n 
were u n a b l e t o a s s e s s t h e i r r e a c t i o n s t o bei*j> t o l d . 
A i t k e n - S w a n and E a s s o n c o n c l u d e t h a t 7% d i s a p p r o v a l i s " a 
s m a l l p r i c e t o pay" and a s s e r t t h a t more p a t i e n t s s h o u l d 
be t o l d about t h e i r c a n c e r s . However t h e r e i s no 
e m p i r i c a l r e a s o n t o s t r e s s t h e 7% d i s a p p r o v a l , a l e s s 
v a l u e l a d e n way o f l o o k i n g a t t h e r e s u l t s i s t o s a y t h a t 
2/3s approved o f b e i n g t o l d , w h i l e 1/3 d i d not p o s i t i v e l y 
do s o . Moreover no a c c o u n t o f t h e q u a l i t y o f l i f e o f 
p a t i e n t s i s made. I t i s p o s s i b l e t h a t f o r t h e 6 6 % who 
approved b e i n g t o l d i t made l i t t l e i m p a c t on q u a l i t y o f 
l i f e , e i t h e r a s improvement o r r e d u c t i o n , w h i l s t 
s e r i o u s l y damaging t h e q u a l i t y o f l i f e f o r t h o s e who 
d i s a p p r o v e d . The c a t e g o r i s a t i o n o f p a t i e n t s a s d e n y i n g 
h a v i n g been t o l d i s p r o b l e m a t i c , s i n c e a l t h o u g h some o f 
t h e s e p a t i e n t s may i n f a c t have been o v e r t l y t o l d by t h e i r 
d o c t o r s t h a t t h e y had c a n c e r and deny i t , i t i s c l e a r from 
t h e q u o t a t i o n s from i n t e r v i e w s t h a t o t h e r s were n o t t o l d 
i n t e r m s t h e y u n d e r s t o o d . But A i t k i n - S w a n and E a s s o n 
assume t h a t d o c t o r s * r e p o r t * t h a t t h e y have t o l d p a t i e n t s 
i s an o b j e c t i v e r e c o r d o f w h e t h e r o r n o t p a t i e n t s were i n 
f a c t t o l d . Thus a d i s c r e p a n c y between t h e d o c t o r ' s and 
p a t i e n t ' s a c c o u n t r e p r e s e n t s d e n i a l by t h e p a t i e n t . The 
a s s u m p t i o n t h a t d o c t o r s ' r e p o r t s a r e t r u e , w h i l s t t h o s e o f 
p a t i e n t s f a l s e i s h i g h l y s p u r i o u s ; a p o i n t t h a t w i l l t u r n 
up a g a i n on more t h a n one o c c a s i o n d u r i n g t h i s t h e s i s . 
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G l a s e r and S t r a u s s c o n d u c t e d an o b s e r v a t i o n a l and 
i n t e r v i e w i n v e s t i g a t i o n o f p a t i e n t s * a w a r e n e s s o f d y i n g 
and t h e ways i n w h i c h h o s p i t a l s t a f f i n t e r a c t w i t h 
p a t i e n t s ( G l a s e r and S t r a u s s , 1964a+b, 1965a+b, 1968; 
G l a s e r , 1 9 6 6 ) . T h e i r p u b l i c a t i o n s p r o v i d e numerous 
i n s i g h t f u l o b s e r v a t i o n s i n t o b e h a v i o u r s i n a l a r g e p u b l i c 
h o s p i t a l and we can g i v e o n l y t h e most g e n e r a l o v e r v i e w o f 
t h e i r f i n d i n g s h e r e , c o n c e n t r a t i n g on t h e c o m m u n i c a t i o n 
and a w a r e n e s s o f d y i n g . They r e p o r t t h a t r a t h e r t h a n 
making a g e n e r a l s t a n d a r d f o r t e l l i n g o r not t e l l i n g most 
d o c t o r s p r e f e r t h e r u l e t h a t e a c h p a t i e n t s h o u l d be j u d g e d 
on i n d i v i d u a l m e r i t . However i n p r a c t i c e i t a p p e a r s t h a t 
most d o c t o r s have " a g e n e r a l s t a n d a r d from w h i c h t h e same 
d e c i s i o n f l o w s f o r most p a t i e n t s " ( G l a s e r , 1966; p.227) 
and hence t h e m a j o r i t y e i t h e r t e l l a l l o r t e l l none o f 
t h e i r p a t i e n t s ( G l a s e r and S t r a u s s , 1965a; p p . 1 1 9 - 1 2 0 ) . 
And y e t d o c t o r s g i v e r e a s o n s f o r i n f o r m i n g and not 
i n f o r m i n g p a t i e n t s who a r e d y i n g , a s If t h e s e formed t h e 
b a s i s o f i n d i v i d u a l d e c i s i o n s . F o r not i n f o r m i n g , t h e s e 
i n c l u d e t h e d o c t o r f e e l i n g i j h e c o u l d not a d e q u a t e l y e x p l a i n 
t h e complex n a t u r e o f t h e i l l n e s s a d e q u a t e l y t o t h e 
p a t i e n t s i-f wrong sjhe would be l i a b l e f o r m a l p r a c t i c e ; and 
d o c t o r s not w i s h i n g t o c a u s e a " s c e n e " on t h e ward. 
C o n v e r s e l y d o c t o r s 1 r e a s o n s f o r i n f o r m i n g i n c l u d e a d e s i r e 
t o m a i n t a i n p a t i e n t c o n f i d e n c e i n t h e i r a b i l i t y , g i v e n 
t h a t t h e p a t i e n t might w e l l f i n d out anyway. T e l l i n g i s 
a l s o u s e d t o j u s t i f y r a d i c a l t r e a t m e n t and c l i n i c a l 
r e s e a r c h p r o c e d u r e s . The e f f e c t o f t h e s e c o n s i d e r a t i o n s 
i s r e p o r t e d l y t h a t when i n doubt t h e d o c t o r s do n o t t e l l 
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and a l t h o u g h t h i s w i t h h o l d i n g may be done i n c o l l u s i o n 
w i t h t h e p a t i e n t , p a t i e n t s may f i n d out i n o t h e r ways 
( G l a s e r and S t r a u s s , 1 9 6 5 a ) . 
G l a s e r ( 1 9 6 6 ) p r o p o s e s a k s t a g e model o f t h e p r o c e s s o f 
r e s p o n s e t o b e i n g i n f o r m e d a b o u t ^ i l l n e s s . F o l l o w i n g 
d i s c l o s u r e p a t i e n t s i n v a r i a b l y become d e p r e s s e d but l a t e r 
e i t h e r a c c e p t o r deny t h e i n f o r m a t i o n r e v e a l e d . 
T h e r e a f t e r p a t i e n t b e h a v i o u r i s o r i e n t e d t o e i t h e r 
p r e p a r i n g f o r d e a t h ( a c t i v e l y o r p a s s i v e l y ) o r f i g h t i n g 
t h e i l l n e s s . Two c h a r a c t e r i s t i c f e a t u r e s o f t h e 
d i s c l o s u r e p r o c e s s a r e r e v e a l e d . F i r s t , w h i l s t p a t i e n t s 
a r e t o l d t h e y a r e c e r t a i n t o d i e , t h e y a r e n e v e r t o l d how 
l o n g t h e y have t o l i v e . Second, d o c t o r s t y p i c a l l y do n o t 
g i v e d e t a i l s o f t h e i l l n e s s and p a t i e n t s do not a s k . 
T o g e t h e r t h e s e c h a r a c t e r i s t i c s r e s u l t i n " s h o r t , b l u n t 
announcements" w h i c h d o c t o r s j u s t i f i e d i n t e r m s o f 
" s h a r p e n i n g t h e blow" and f o r c i n g d i r e c t c o n f r o n t a t i o n 
w i t h r e a l i t y . However on o c c a s i o n t h e i n f o r m i n g was done 
l e s s o v e r t l y , by i m p l i c a t i o n , but n o n e t h e l e s s t h i s was 
s t i l l s h a r p i n i t s d e l i v e r y . P a t i e n t s ' r e s p o n s e s a r e 
i d e n t i f i e d a s d e pending on p e r s o n a l f e a t u r e s and a s p e c t s 
o f how he o r s h e was t o l d and s u b s e q u e n t l y t r e a t e d by 
h o s p i t a l s t a f f . T hose who a c t i v e l y p r e p a r e d f o r d e a t h d i d 
so i n a number o f ways; " l i v i n g l i f e t o t h e f u l l " , 
" s e t t l i n g a f f a i r s " and s u i c i d e a l l b e i n g r e p r e s e n t e d . 
C h a r a c t e r i s t i c r e s p o n s e s amongst t h o s e who p a s s i v e l y 
p r e p a r e d i n c l u d e t a k i n g t h e d i s c l o s u r e " n o n c h a l a n t l y " , 
" c a l m l y r e s i g n i n g " , and t h e " n o n v e r b a l " p a t i e n t who n e v e r 
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t a l k e d about t h e i n f o r m a t i o n but s i m p l y a c c e p t e d h i s f a t e . 
P a t i e n t s who f o u g h t t h e i l l n e s s d i d s o by " i n t e n s i v e 
l i v i n g " , g o i n g t o " m a r g i n a l d o c t o r s o r q u a c k s " , and 
p a r t i c i p a t i n g i n e x p e r i m e n t a l p r o c e d u r e s . P a t i e n t s who 
d e n i e d t h e i r a p p r o a c h i n g d e a t h e s t a b l i s h e d t h i s s t a n d w i t h 
s t a f f by " j u g g l i n g t i m e " , t e s t i n g f o r d e n i a l by, f o r 
example, f o r c i n g s t a f f t o g i v e n o r m a l i s i n g a n s w e r s t o 
q u e s t i o n s , comparing t h e m s e l v e s w i t h o t h e r p a t i e n t s , 
b l o c k i n g comrauniation, becoming i n t e n s i v e l y a c t i v e , 
e m p h a s i s i n g a f u t u r e o r i e n t a t i o n , and c r e a t i n g " r e c i p r o c a l 
i s o l a t i o n " so t h a t p r o f e s s i o n a l s and even f a m i l y a v o i d t h e 
t o p i c o f d y i n g and o f t e n a l l o t h e r u n n e c e s s a r y c o n t a c t . 
T h i s model o f d i s c l o s u r e and c o p i n g i s however p r o b l e m a t i c 
f o r a number o f r e a s o n s , and o f t e n i n c l u d e s i m p l i c i t v a l u e 
judgement. F o r example, l i v i n g i n t e n s i v e l y a p p e a r s i n 
a l l t y p e s o f b e h a v i o u r a l r e s p o n s e d e s c r i b e d , y e t t h e 
d e s c r i p t i v e terms a s s i g n e d t o s u c h b e h a v i o u r a r e v a l u e 
l o a d e d d e p e n d i n g on w h e t h e r o r n o t i t i s j u d g e d t o be 
a c c e p t a n c e o r d e n i a l b a s e d . F u r t h e r w h i l e some p a t i e n t s 
a r e described a s a c c e p t i n g e v e n though n e v e r t a l k i n g about 
t h e I l l n e s s , o t h e r s , who s i m i l a r l y n e v e r t a l k , a r e 
d e s c r i b e d a s d e n y i n g . The b a s i s upon w h i c h s u c h 
d i s t i n c t i o n s a r e made i s n e v e r c l e a r , and a l t h o u g h 
t h e a u t h o r s may be b a s i n g t h e i r j u dgements on s u b t l e 
i n d i c a t - o r s o f p s y c h o l o g i c a l s t a t e s t h e y l e a v e t h e m s e l v e s 
open t o t h e c h a r g e o f a t t r i b u t i n g s u c h s t a t e s t o t h e i r 
s u b j e c t s . The a n a l y s i s p r o f f e r e d can be d e s c r i b e d a s 
m e d i c o - c e n t r i c . P a t i e n t s a r e d e s c r i b e d a s f o r c i n g d o c t o r s 
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and n u r s e s t o a v o i d t h e taboo s u b j e c t o f p e r s o n a l 
i mpending d e a t h on t h e b a s i s o f s t a f f a c c o u n t s . And y e t 
t h e r e i s no c l e a r r e a s o n a s t o why one s h o u l d a c c e p t t h e 
m e d i c s * v e r s i o n o f b e i n g c o e r c e d i n t o not t a l k i n g i n 
p r e f e r e n c e t o p a t i e n t s b e i n g s u b t l y c o e r c e d by m e d i c a l 
s t a f f and i n s t i t u t i o n a l s t r u c t u r e i n t o t a k i n g s u c h a 
p o s i t i o n . T h e r e a r e o t h e r p o s s i b l e e x p l a n a t i o n s o f t h e 
i n t e r a c t i o n s w h i c h a r e more m u t u a l and r e c i p r o c a l i n 
n a t u r e . F i n a l l y t h e r e a r e t h e g e n e r i c problems 
a s s o c i a t e d w i t h t h e s t a g e models o f p s y c h o l o g i c a l 
p r o c e s s e s d u r i n g t e r m i n a l i l l n e s s , namely t h a t s t a g e s 
a r e n o t n e c e s s a r i l y d i s t i n c t , s u c c e s s i v e and 
e x c l u s i v e . I n p a r t i c u l a r t h i s model commences w i t h a 
f o r m a l d i s c l o s u r e e v e n t a t w h i c h t h e d o c t o r " t e l l s * * t h e 
p a t i e n t and t h e p r o c e s s u n f o l d s from t h e r e . A c c o u n t i s 
t a k e n n e i t h e r o f t h e p o s s i b i l i t y t h a t t h e p a t i e n t may know 
o r s u s p e c t p r i o r t o t h e f o r m a l d i s c l o s u r e , n o r o f t h e 
c o n v e r s e p o s s i b i l i t y t h a t t h e f o r m a l d i s c l o s u r e may f a i l 
t o c o n v e y t h e c r u c i a l i n f o r m a t i o n about d y i n g t o t h e 
p a t i e n t . C o n s i d e r i n g t h e l a t t e r , " d e n i a l * * may be a s i m p l e 
c o n s e q u e n c e o f t h e p a t i e n t n o t h e a r i n g t h e d o c t o r ' s t e r s e 
announcement, r e n d e r i n g t h e d e n i a l l a b e l i n a p p r o p r i a t e . 
No r e v i e w o f t h i s a r e a would be c o m p l e t e w i t h o u t m e n t i o n 
o f t h e work o f K u b l e r - R o s s ( 1 9 7 3 . 1975) s i n c e h e r a n a l y s i s 
b r o u g h t d y i n g v i n t o t h e p u b l i c e y e . B a s e d on c l i n i c a l 
o b s e r v a t i o n s and i n t e r v i e w s w i t h o v e r 200 t e r m i n a l 
p a t i e n t s , K u b l e r - R o s s p r e s e n t s a framework o f 5 s e q u e n t i a l 
p s y c h o l o g i c a l s t a g e s of d y i n g t h r o u g h w h i c h p a t i e n t s p a s s . 
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The f i r s t s t a g e i s " d e n i a l and i s o l a t i o n " . D e n i a l 
u s u a l l y o c c u r s a t the time of d i a g n o s i s and c h a r a c t e r i s e s 
the p a t i e n t ' s d i s b e l i e f i n the s e r i o u s n e s s of the i l l n e s s . 
I t c o n s i s t s of an " i t i s n ' t t r u e " response and a t u r n i n g 
inwards to d e f i n e the s i t u a t i o n as a " p r i v a t e problem". 
The second s t a g e i s anger ("Why me, and not him?"), and 
p a t i e n t s * l a c k of c o n t r o l over the s i t u a t i o n t u r n i n t o 
angry o u t b u r s t s . The t h i r d s t a g e i s b a r g a i n i n g . The 
p a t i e n t attempts to postpone death by making a d e a l , 
e i t h e r with h i s or her god ( " I ' l l be good i f . . . " ) or w i t h 
t h e i r d o c t o r s . The penultimate stage i s d e p r e s s i o n and i t 
o f t e n c o i n c i d e s with the appearance of v i s i b l e and 
d i s a b l i n g e f f e c t s of the i l l n e s s . T h i s f o u r t h s t a g e i s 
c o n c e p t u a l i s e d as one of p r e p a r a t o r y g r i e f by the person 
about to be separa t e d from the world. The f i f t h and f i n a l 
s t a g e i s acceptance. The p a t i e n t has few f e e l i n g s , i s 
devoid of the anger, d e p r e s s i o n , e t c . of the e a r l i e r 
s t a g e s and c e a s e s to s t r u g g l e . 
Such an a n a l y s i s i s open to numerous c r i t i c i s m s . These 
can only be sketched here, but Charmaz (1980) e l u c i d a t e s 
the c o n c e p t u a l and t h e o r e t i c a l ones most f u l l y . F i r s t , 
t h e r e i s the problem of the s o c i a l context, s i n c e 
u 
Kubler-Ross's a n a l y s i s i s based p u r e l y on o b s e r v a t i o n s 
made i n a s p e c i f i c h o s p i t a l . I t seems l i k e l y t h a t the 
s t a g e s i d e n t i f i e d a re a r e s u l t of the h o s p i t a l context i n 
which they were made r a t h e r than r e f l e c t i n g an u n i v e r s a l 
p r o c e s s through which a l l p a t i e n t s p a s s . Second, the 
a n a l y s i s i s based on s e l e c t e d c a s e s from the t o t a l p a r i e n t 
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population which was a v a i l a b l e to Kubler-Ross, without any 
c l e a r s e l e c t i o n c r i t e r i a being s p e c i f i e d . T h i r d , 
Kubler-Ross*s a n a l y s i s appears to be s u b j e c t i v e and t h e r e 
i s a danger t h a t she imposed her stage a n a l y s i s onto the 
data r a t h e r than drawing her stage theory from the data, 
s i n c e even i n her book (1973) t h e r e a r e many ca s e s quoted 
which c o n f l i c t w i t h a simple s e q u e n t i a l stage a n a l y s i s . 
The term ••denial" i s an e l a s t i c category i n t h a t i t 
c o n s i s t s as much i n what the viewer p e r c e i v e s as the 
p a t i e n t ' s a c t u a l behaviour. D e n i a l i s thus apt to be 
i d e n t i f i e d when p r a c t i t i o n e r s sense or a s c e r t a i n t h a t the 
p a t i e n t has a viewpoint t h a t c o n f l i c t s with t h e i r 
p r o f e s s i o n a l o b j e c t i v e s . Thus i n K u b l e r - R o s s f s scheme 
d e n i a l seems to c o n s i s t of any l a c k of o v e r t t a l k about 
the i l l n e s s on the p a t i e n t ' s p a r t . F i n a l l y , what may have 
been d e s c r i p t i o n s have a c t u a l l y become p r e s c r i p t i o n s i n 
some c a s e s ( s e e e.g. G a r f i e l d , 1978; Simpson, 1982). But 
p o s s i b l y the most s e r i o u s d e f e c t i n Kubler-Ross's s t a g e 
theory i s t h a t o ther r e s e a r c h e r s have f a i l e d to confirm 
her s t a g e s . Welsman (1970) found no c l i n i c a l 
J u s t i f i c t i o n f o r the concept of s t a g e s amongst the 
p a t i e n t s he s t u d i e d , but suggests t h a t t h e r e i s a 
continuous i n t e r m i n g l i n g of emotional responses throughout 
the dying p r o c e s s . I n t h e i r r e v i e w S c h u l z and Aderman 
(197^) conclude t h a t p a t i e n t s do not go through s t a g e s , 
but r a t h e r , adopt a p a t t e r n of behaviour which i s 
p e r s i s t e n t u n t i l death. P a t t i s o n (1978) p r e f e r s to 
r e p l a c e the concept of stage w i t h t h a t of phase, i n a 
• ' l i v i n g - d y i n g p r o c e s s " . The way i n which these phases 
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develop i s r e l a t e d to d i f f e r e n t types of " t r a j e c t o r i e s " , 
or s e t s of death e x p e c t a t i o n s s e t up by the " c r i s i s of 
knowledge" about death. Thus p a t i e n t s ' awareness of t h e i r 
m o r t a l i t y and p s y c h o l o g i c a l s t a t e change over time, but as 
a f u n c t i o n of the way he or she i s t r e a t e d by c a r e g i v e r s 
r a t h e r than f o l l o w i n g an u n i v e r s a l and c h a r a c t e r i s t i c 
p a t t e r n of responses to approaching death. T h i s phase 
a n a l y s i s s h i f t s the emphasis to ask what i s the 
ap p r o p r i a t e t a s k of the c a r e g i v e r s at any one time. Thus 
the important v a r i a b l e s a re again what i s communicated and 
how to the p a t i e n t , but p l a c i n g these onto a t i m e s c a l e 
u l t i m a t e l y ending at death. 
The study by Mcintosh (1977) bears many s i m i l a r i t i e s to 
th a t of G l a s e r and S t r a u s s c o n s i d e r e d above, and was 
c a r r i e d out c l o s e r to home i n a can c e r ward i n the U.K.. 
Again by a combination of i n t e r v i e w i n g and o b s e r v a t i o n , 
communication p r o c e s s e s and p a t i e n t awareness of i l l n e s s 
were i n v e s t i g a t e d , so as to permit d e s c r i p t i o n and 
e x p l a n a t i o n . I n c o n t r a s t to the r e p o r t by G l a s e r and 
S t r a u s s of formal announcements by doctors about i l l n e s s , 
Mcintosh r e p o r t s t h a t ; 
" a l l the doctors on the ward... f i r m l y b e l i e v e d t h a t 
the g r e a t m a j o r i t y of p a t i e n t s should not be t o l d t h a t 
they had can c e r or be given t h e i r p r o g n o s i s . . . 
P a t i e n t s were to be given as much i n f o r m a t i o n as 
p o s s i b l e about t h e i r c o n d i t i o n and treatment s h o r t of 
d i v u l g i n g the p r e c i s e nature of the i l l n e s s and 
c o n s i s t e n t w i t h t h e i r r e t e n t i o n of hope." 
(Mcintosh, 1977; p.28) 
Thus the b a s i c t h r u s t of Mcintosh's work i s to u n v e i l the 
ways i n which p a t i e n t s gain p r e c i s e i n f o r m a t i o n about 
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t h e i r i l l n e s s e s and the i n f o r m a t i o n management s t r a t e g i e s 
adopted by the d o c t o r s . Communication was r o u t i n i s e d , 
e n s u r i n g c o n s i s t e n c y i n the i n f o r m a t i o n r e c e i v e d by 
s i m i l a r c a s e s and from d i f f e r e n t s o u r c e s . T h i s was 
achieved by r e g u l a r ward meetings at which uniform s t o r i e s 
were c o n s t r u c t e d , and by c l e a r d e l i n e a t i o n of 
r e s p o n s i b i l i t y f o r d e c i s i o n s about t e l l i n g to s e n i o r 
s t a f f . U n c e r t a i n t y was a l s o an important f a c t o r i n 
communication and as i n the c a s e of p o l i o r e p o r t e d by 
Davis (1960) was used to advantage by d o c t o r s . The 
r o u t i n e procedures f o r t e l l i n g i d e n t i f i e d by Mcintosh were 
s p l i t i n t o those v o l u n t e e r e d by d o c t o r s and those which 
were responses to p a t i e n t q u e s t i o n s . Information was 
volunteered i n c a s e s i n which the tumour was benign or 
e a s i l y cured. I n these c a s e s the doctor emphasised the 
non-serious n a t u r e of the i l l n e s s w h i l s t i f the tumour was 
probably benign t h i s p r o b a b i l i t y was s t r e s s e d i n a d d i t i o n 
to a s s e r t i o n s about i t s "harmlessness". I n c a s e s i n which 
the prognosis was u n c e r t a i n or unfavourable i n f o r m a t i o n 
had to be given a t two s t a g e s ; to pursuade the p a t i e n t to 
e n t e r h o s p i t a l and to gain consent t o treatment. I n t h e s e 
c a s e s again the u n c e r t a i n t y was s t r e s s e d and the t e s t s or 
treatment d r e s s e d up i n " b e t t e r t o be s a f e than s o r r y " 
terms. C o n d i t i o n s were d e s c r i b e d i n euphemistic terms 
( s u s p i c i o u s c e l l s ) , f u r t h e r i m p l y i n g u n c e r t a i n t y , and as 
" p o t e n t i a l l y " r a t h e r than a c t u a l l y s e r i o u s , i m p l y i n g 
b e t t e r prognoses. A f t e r the i n i t i a l s e r i e s of t e s t s and 
treatment, f u r t h e r i n t e r v e n t i o n s were presented as ways of 
e n s u r i n g good outcomes, and p a t i e n t s i n v a r i a b l y were g i v e n 
encouraging i n f o r m a t i o n concerning t h e i r p r o g r e s s . I n 
s e r i o u s c a s e s the communicative r o u t i n e was c h a r a c t e r i s e d 
by a gra d u a l b u i l d up to the announcement t h a t major 
su r g e r y was r e q u i r e d . I n such c a s e s r e s u l t s of t e s t s would 
be presented so as to s t r e s s the s e r i o u s n e s s of the 
s i t u a t i o n and hence o b t a i n the p a t i e n t ' s cooperation to 
(e.g) amputation. Again euphemistic r e f e r e n c e to c a n c e r 
was p r e f e r r e d . Phrases such as "going malignant" were 
used, but i t was i m p l i e d t h a t by performing t h i s o p e r a t i o n 
the problem could be stemmed. Of paramount importance f o r 
the d o c t o r s was the timing of communication. T h i s was 
designed to f a c i l i t a t e the i m p a r t i n g of i n f o r m a t i o n 
g r a d u a l l y and i n s t a g e s . To t h i s end doctors d i v e r t e d 
p a t i e n t s ' a t t e n t i o n from p o t e n t i a l l y meaningful 
i n d i c a t o r s , f o r e s t a l l ^ * ) q u e s t i o n s by the v e r y i n f o r m a t i o n 
they d i d g i v e . On o c c a s i o n doctors used humour i n o r d e r 
to p l a y down s e r i o u s n e s s , and thus imply t h a t s i n c e they 
were w i l l i n g to joke they could have no doubts about the 
s u c c e s s of treatment. 
When f a c i n g q u e s t i o n s from p a t i e n t s the r o u t i n e r e s p o n s e s 
given c l o s e l y resembled those used when v o l u n t e e r i n g 
i n f o r m a t i o n , but adapted to be a p p r o p r i a t e to the 
s i t u a t i o n . Most f r e q u e n t l y such responses would envoke 
u n c e r t a i n t y , s t r e s s the f a i l s a f e f u n c t i o n of treatment and 
avoid p r e c i s e d i a g n o s t i c i n f o r m a t i o n through euphemism. 
O v e r a l l t h i s r o u t i n i s a t i o n of communication p r e c l u d e d 
p a t i e n t s from g a i n i n g more s u c c i n c t i n f o r m a t i o n , g i n c e to 
do so r e q u i r e s they r e j e c t the whole mode of the 
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communication and pr e s s the poin t when a s k i n g . Thus 
r o u t i n e i s used to imply the no r m a l i t y and hence 
s o l u b i l i t y of the problem. 
I n h i s a n a l y s i s Mcintosh i d e n t i f i e s 9 c a t e g o r i e s of 
p a t i e n t s ' awareness. These d i f f e r on dimensions of 
o v e r a l l awareness (knew, suspected, d i d not su s p e c t , 
m i s l e a d ) , degree of d e s i r e f o r in f o r m a t i o n (want/don't 
want) about d i a g n o s i s and prognosis, and benign p a t i e n t s 
f o r whom the info r m a t i o n was not con s i d e r e d problematic. 
Of the ca n c e r p a t i e n t s i n the sample, 88% knew or 
suspected they had cancer, but only about a q u a r t e r of 
these p a t i e n t s a c t u a l l y s a i d they knew. P a t i e n t s gained 
t h e i r awareness i n a number of ways, s e l f d i a g n o s i s being 
the most common. However, some p a t i e n t s picked up on 
c l u e s provided by r a p i d admission to h o s p i t a l and 
ra d i o t h e r a p y or had a c c e s s to community knowledge t h a t 
the ward was a " c a n c e r " ward, or the c o n s u l t a n t a canc e r 
s p e c i a l i s t . Yet such awareness permitted c o n s i d e r a b l e 
u n c e r t a i n t y about the nature of the i l l n e s s which formed a 
s o r t of defence s i n c e i t a f f o r d e d hope. Only a m i n o r i t y 
of p a t i e n t s who suspected the nat u r e of the i l l n e s s wanted 
c o n f i r m a t i o n of t h e i r s u s p i c i o n s and attempted to seek i t . 
Those who p r e f e r r e d u n c e r t a i n t y a l s o sought i n f o r m a t i o n . 
But the i n f o r m a t i o n sought was of a d i f f e r e n t nature, t h a t 
they d i d not have ca n c e r and t h a t the outlook was good. 
T h i s was done by c o n s t a n t l y s e i z i n g upon and i n t e r p r e t i n g 
cues which confirmed t h i s hopeful view and i g n o r i n g o r 
r e i n t e r p r e t i n g c o n t r a d i c t o r y i n f o r m a t i o n . Thus the 
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euphemistic pronouncements of the doctors were w e l l s u i t e d 
to the s i t u a t i o n , s i n c e they permitted p a t i e n t s to e i t h e r 
m a i n t a i n t h i s u n c e r t a i n t y and ambiguity, or i d e n t i f y what 
they were a c t u a l l y being t o l d a c c o r d i n g l y . Y e t i f 
the p a t i e n t s who wanted unambiguous information attempted 
to gain i t by enquiry, "the t r u t h remained e l u s i v e " . 
S t a f f maintained u n c e r t a i n t y and r e i t e r a t e d t h e i r 
euphemistic d e s c r i p t i o n s i n p r e f e r e n c e to s t r a i g h t f o r w a r d 
answers. But such i n f o r m a t i o n as was gleaned from 
do c t o r s , along w i t h d i s c u s s i o n w i t h r e l a t i v e s , comparison 
between p a t i e n t s , and the r e c o g n i t i o n of treatment, 
symptoms e t c . provided s u f f i c i e n t i nformation f o r those 
who sought i t to uneq u i v o c a l ^ know. 
As Mcintosh p o i n t s out, t h i s study i s l i m i t e d s i n c e the 
communication r o u t i n e s i d e n t i f i e d a r e h i g h l y context bound 
and dependant upon the l e v e l of environmental c o n t r o l 
enjoyed by h o s p i t a l s t a f f . Thus whether s i m i l a r r o u t i n e s 
e x i s t on o t h e r oncology or ge n e r a l s u r g e r y wards i s 
u n c e r t a i n . Thus although g i v i n g g e n e r a l i n d i c a t o r s and 
s e n s i t i z i n g us to the s u b t l e t i e s of communication, the 
s i t u a t i o n a l s p e c i f i c i t y of Mcintosh*s work p r e c l u d e s 
d i r e c t comparison to communicational p o s s i b i l i t i e s i n 
g e n e r a l p r a c t i c e . Furthermore the p h y s i c a l p r o x i m i t y of 
p a t i e n t s engenders comparison p r o c e s s e s between p a t i e n t s 
which w i l l not be a v a i l a b l e a t home. 
Ste d e f o r d ( 1 9 8 l a , 198lb) f o l l o w e d til couples from 
admission to a c o n t i n u i n g c a r e u n i t through the death of 
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the p a t i e n t and l a t e r i n t e r v i e w e d the bereaved spouse. 
Most p a t i e n t s were r e f e r r e d to the r e s e a r c h e r / t h e r a p i s t i n 
her c a p a c i t y as p s y c h i a t r i c r e g i s t r a r , because of problems 
i n response to impending death. But approximately a 
t h i r d were s e l e c t e d to permit comparison between 
r e f e r r e d and n o n - r e f e r r e d p a t i e n t s . Stedeford r e p o r t s a 
number of p s y c h o s o c i a l problems r e s u l t i n g from coping 
w i t h dying. H a l f the p a t i e n t s were s u f f e r i n g from 
d e p r e s s i o n and/or a n x i e t y as a r e s u l t of f a i l u r e to cope 
wit h s p e c i f i c d i f f i c u l t i e s . P a t i e n t s who coped b e s t were 
not n e c e s s a r i l y those who had l e a s t problems, but r a t h e r 
those who were most supported by o t h e r s . W h i l s t 
the commonest o c c u r i n g problem a r e a i n v o l v e d p a t i e n t s ' 
adjustment r e a c t i o n s to the d i s e a s e and i t s treatment 
(e.g. h a i r l o s s ) , the second most common (31 c a s e s ) 
problem presented by p a t i e n t s f o r i n t e r v e n t i o n r e l a t e d to 
communication d i f f i c u l t i e s , e i t h e r w i t h r e l a t i v e s or 
medical s t a f f . Almost a l l d i s s a t i s f i e d couples wanted 
more i n f o r m a t i o n . H o s p i t a l d o c t o r s were judged t o be the 
l e a s t s u c c e s s f u l communicators of the medical s t a f f s 
c o n s i d e r e d ( h o s p i t a l d o c t o r s , g.p.s, and u n i t s t a f f being 
r a t e d i n t h a t o r d e r ) . The major problems experienced by 
the couples i n t h e i r communication w i t h one another 
r e l a t e d to t h e i r not being t o l d the d i a g n o s i s 
s i m u l t a n e o u s l y . Thus m a r i t a l p a r t n e r s concealed knowledge 
from each o t h e r i n a " c o n s p i r a c y of s i l e n c e " and t h i s was 
o f t e n a s o u r c e of t e n s i o n between them, r e s u l t i n g i n 
d e p r e s s i o n and a n x i e t y . I n c o n s i d e r i n g t h e s e r e s u l t s i t 
must be remembered t h a t the p a t i e n t sample was s e l e c t e d on 
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the b a s i s of r e f e r r a l f o r p s y c h i a t r i c i n t e r v e n t i o n and 
hence the p e r v a s i v e u n s a t i s f a c t o r y communication r e p o r t e d 
may be o v e r r e p r e s e n t e d f o r the g e n e r a l p o p u l a t i o n of 
t e r m i n a l p a t i e n t s . However i t i s s i g n i f i c a n t t h a t i n 
3/4-s of the c a s e s poor communication was i d e n t i f i e d as an 
u n d e r l y i n g f a c t o r of the d i s t u r b a n c e . S i n c e 
communication wi t h medical s t a f f i s immediately open to 
improvement, i n a way that the ( s i d e ) e f f e c t s of the 
d i s e a s e and treatment are not, a l a r g e proportion of the 
f a i l u r e s to cope wi t h t e r m i n a l i l l n e s s could be avoided by 
making medical communications more " u s e r f r i e n d l y " . 
T r a d i t i o n a l l y i t has been argued t h a t d e f i c i e n c i e s i n 
communication such as those i d e n t i f i e d by S t e d e f o r d a r e 
due to the Ignorance of d o c t o r s r e g a r d i n g p a t i e n t s 
problems, and ignorance of how to communicate. R o s s e r 
and Maguire (1982) take t h i s view to t a s k and argue t h a t 
d e f i c i e n c i e s i n the care of cancer p a t i e n t s by g.p.s a l s o 
a r i s e from the conceptual and s t r u c t u r a l framework of 
g e n e r a l p r a c t i c e . They point out t h a t the i d e o l o g y of 
medicine as an a p p l i e d s c i e n c e emphasises mastery through 
i n t e r v e n t i o n based on knowledge. But g.p.s a r e 
p o s i t i o n e d a t the j u n c t u r e of medicine w i t h the s o c i a l , 
moral and p s y c h o l o g i c a l worlds of t h e i r p a t i e n t s . Thus 
g.p.s must r e c o n c i l e the biomedical ideology w i t h the 
p e r s o n a l e x p e r i e n c e of i l l n e s s . G.p.s thus adopt an 
ideology of c a r i n g f o r the whole person or a " B i o g r a p h i c a l 
Medicine" approach (Armstrong, 1979). The r e c o g n i t i o n by 
g.p.s t h a t medical knowledge, the s o u r c e of t e c h n i c a l 
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mastery, i s l i m i t e d g i v e s r i s e to dilemmas i n p r a c t i c e . 
Cancer i s a paradigmatic c a s e of a d i s e a s e which d e f i e s 
the ideology of medicine, i t i s "the s t a n d a r d i s e d 
nightmare" (p.316). As such c a n c e r poses a t h r e a t both 
to medicine i n g e n e r a l and the s t a t u s of the g.p. i n 
p a r t i c u l a r , s i n c e i t c h a l l e n g e s h i s / r o l e . C o n s i d e r a t i o n 
of g.p.s 9 views of cancer r e v e a l s t h a t the impact of 
c a n c e r d e r i v e s from i t s u n p r e d i c t a b i l i t y , the u n c e r t a i n t y 
i t engenders and the inadequacy of s c i e n t i f i c e x p l a n a t i o n s 
w i t h i n t h e i r d a i l y p r a c t i c e . Thus g.p.s f i n d t h a t 
they cannot account f o r a e t i o l o g y or p r e d i c t treatment 
outcome, both c r u c i a l q u e s t i o n s f o r the p a t i e n t and the 
g.p.. The d e s c r i p t i o n s of cancer treatment expressed by 
the g.p.s i n t e r v i e w e d r e f l e c t the two p e r s p e c t i v e s of 
s c i e n t i f i c h o s p i t a l and b i o g r a p h i c a l medicine. I n 
a c c e p t i n g the s c i e n t i f i c p e r s p e c t i v e g.p.s must a c q u i e s e 
to the g r e a t e r knowledge of the s p e c i a l i s t , a c c e p t i n g 
though perhaps r e s e n t i n g a s u b o r d i n a t e s t a t u s v i s a v i s 
p a t i e n t s , and t h e r e f o r e acknowledge t h e i r r o l e as r e f e r r a l 
agents. On the other hand the b i o g r a p h i c a l p e r s p e c t i v e 
s t r e s s e s the importance of p a t i e n t s ' s u b j e c t i v e 
e x p e r i e n c e s , r e s u l t i n g i n q u e s t i o n i n g the v a l i d i t y of 
s u b j e c t i n g p a t i e n t s to treatments of u n c e r t a i n t h e r a p e u t i c 
v a l u e which e f f e c t the p a t i e n t s ' q u a l i t y of l i f e . There 
i s thus c o n s i d e r a b l e c o n f l i c t f o r the g.p. between ' h i s 
two i n t e r r e l a t e d p r a c t i c e p e r s p e c t i v e s , and h i s / ^ r o l e i n 
the s t r u c t u r e of medicine. I n p r a c t i c e the g.p.s adopt a 
p o l i c y which conforms to the s c i e n t i f i c i d e a l , r e f e r r i n g 
to the h o s p i t a l and then attempting to a m e l i o r a t e the 
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problems caused. G.p.s thus e x p e r i e n c e a dilemma between 
m a i n t a i n i n g p r o f e s s i o n a l d i s t a n c e and becoming p e r s o n a l l y 
i n v o l v e d w i t h p a t i e n t s , which may be r e s o l v e d by avoidance 
of d i s c u s s i o n of the p a t i e n t ' s emotional problems. The 
upshot of t h i s arguement i s t h a t c o n f l i c t s w i t h i n the 
g.p.'s r o l e may r e s u l t i n avoidance of d i s c u s s i o n of 
cancer p a t i e n t s ' problems w i t h them. Thus improving 
communication between ca n c e r p a t i e n t s and g.p.s i s not a 
simple matter of education as suggested by the "ignorance 
hypotheses", but a problem i n h e r i n g w i t h i n the p r a c t i c e 
p e r s p e c t i v e s of g e n e r a l p r a c t i c e . 
While agreeing w i t h the g e n e r a l t h r u s t of Rosser and 
Maguire's argu-ment t h a t communication problems a r e not 
p u r e l y a f u n c t i o n of ignorance, the present author would 
argue f o r a change of emphasis from the g e n e r a l i t i e s of 
i d e o l o g i c a l p e r s p e c t i v e s d i s c u s s e d by Rosser and Maguire 
to the s p e c i f i c problems of acknowledgement of i n a b i l i t y 
to cure. T h i s c u r a t i v e f u n c t i o n of the doctor i s c e n t r a l 
to the r o l e n o t i o n s stemming from the work of Parsons 
(1951a) which a r e reviewed i n Chapter 3. One reason 
u n d e r l y i n g the change i n emphasis i s the problem? Ro s s e r 
and Maguire's argu-ment has i n accounting f o r 
communication d i f f i c u l t i e s i n s i t u a t i o n s o ther than 
g e n e r a l p r a c t i c e . As our r e v i e w r e v e a l s g.p.s a r e not 
alone i n f i n d i n g d i s c u s s i o n of c a n c e r w i t h p a t i e n t s 
d i f f i c u l t . The work of Mcintosh (1977), to name but one 
example, r e v e a l s the l e n g t h s to which h o s p i t a l s p e c i a l i s t s 
w i l l go to avoid e x p l i c i t d i s c l o s u r e to p a t i e n t s . Such 
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d o c t o r s a r e presumably paragons of the s c i e n t i f i c 
medicine i d e a l and minimally t a i n t e d by the b i o g r a p h i c a l 
p e r s p e c t i v e . Thus r e c o u r s e to c o n f l i c t between 
p e r s p e c t i v e s as an e x p l a n a t o r y mechanism v i s a v i s t h e i r 
communicative behaviour i s h a r d l y a p p l i c a b l e . Furthermore 
S t e d e f o r d ' s f i n d i n g t h a t g.p.s are more s a t i s f a c t o r y 
communicators than h o s p i t a l d o c t o r s suggests t h a t the 
b i o g r a p h i c a l p e r s p e c t i v e may be a boon to communication 
r a t h e r than c a u s i n g d e f i c i e n c y . However these p o i n t s a r e 
not meant to deny t h a t the c o n f l i c t experienced by g.p.s 
i s c e n t r a l to the problems they experience, but merely to 
i n d i c a t e t h a t the c o n f l i c t may be even more deep ro o t e d i n 
the p r a c t i c e and ideology of medicine than acknowledged by 
Hosser and Maguire. 
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CHAPTER 3 
L i t e r a t u r e review: 2 Role theory and medicine. The 
s o c i a l r o l e s of doctors and p a t i e n t s . 
"A man, i n order to e s t a b l i s h h i m s e l f i n the world, 
does e v e r y t h i n g he can to appear e s t a b l i s h e d there.** 
La Rochefoucauld Maxims. 
(1665) 
The concept of r o l e has been used f o r many y e a r s i n the 
a n a l y s i s of complex a s p e c t s of human behaviour. The use 
of the r o l e concept i n the h i s t o r y of the human s c i e n c e s 
can be t r a c e d back to the e a r l y r o o t s of contemporary 
B r i t i s h psychology and s o c i o l o g y (Thomas and B i d d l e . 
1966). Role theory u t i l i s e s the d r a m a t u r g i c a l analogy of 
persons as a c t o r s to a n a l y s e behaviour, p r e s e n t i n g a model 
i n which behaviours are r e g u l a t e d , modified and 
i n t e r n a l i s e d i n accordance w i t h commonly h e l d e x p e c t a t i o n s 
r e l a t e d to the p a r t being played. Such r o l e s can thus be 
used to p r e d i c t and e x p l a i n behaviour. But the 
f a m i l i a r i t y of the concepts upon which r o l e theory i s 
based and the everyday usage of such terms i s 
problematic, f o r they a r e a l s o used as t e c h n i c a l terms 
w i t h p r e c i s e meanings. The word " r o l e " i s d e r i v e d from 
the L a t i n r o t u l a ( l i t t l e wheel) -thus r e l a t i n g i t to 
" r o l l " - and i t s present meaning developed through the use 
of parchment r o l l s upon which a c t o r s l i n e s W:^  e r e w r i t t e n 
(Moreno, 1960). T h i s i m p l i e s something f i x e d as i n the 
r o l e s of Creon and Antigone, which, although open to 
d i f f e r e n t s t y l e s of a c t i n g , a r e immutable and i n e x o r a b l e 
(Anouilh, 1954). T h i s connotation of " r o l e " w i t h 
r i g i d i t y , suggests t h a t s o c i a l s c i e n t i s t s should be 
c a u t i o u s when u s i n g such words i n t h e i r a n a l y s i s of the 
t h e a t r e of the r e a l . As has been r e p e a t e d l y pointed out 
i n r o l e theory l i t e r a t u r e , t h i s f a m i l i a r and everyday 
usage has r e s u l t e d i n d i f f e r e n t authors u s i n g the same 
terms v e r y d i f f e r e n t l y (e.g. B i d d l e and Thomas, 1966; 
S a r b i n and A l l e n , 1968; B i d d l e , 1979; H e i s s , 1981). T h i s 
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problem i s one among a number which have l e d some w r i t e r s 
to r e j e c t the notion of r o l e i n fa v o u r of other concepts, 
such as " s o c i a l r e p r e s e n t a t i o n s " ( F a r r and Moscovici, 
1984) or " t y p i f i c a t i o n s " (Schutz, 1967, 1970), But w h i l e 
t h i s work i s of obvious Importance and has i n f l u e n c e d the 
pr e s e n t author's t h i n k i n g , we p r e f e r to r e t a i n the r o l e 
concept f o r a number of rea s o n s . F i r s t l y , the very 
f a m i l i a r i t y of r o l e concepts i n everyday language, as i n 
" p l a y i n g a r o l e " and a " p r o f e s s i o n a l r o l e " can be 
advantageous. Thus r o l e theory concepts m i r r o r the 
language of the o b j e c t s of en q u i r y ( i . e . d o c t o r s and 
p a t i e n t s ) and c l e a r l y r e f l e c t the way they t h i n k (about) 
and account f o r t h e i r b e haviours. Secondly, a l a r g e 
r e s e a r c h l i t e r a t u r e concerning d o c t o r - p a t i e n t r e l a t i o n s 
and phrased i n terms of r o l e s , has developed from the 
work of Parsons (1951a, 1951b). Mapping t h i s l i t e r a t u r e 
onto the conceptual frameworks and language of s o c i a l 
r e p r e s e n t a t i o n s or t y p i f i c a t i o n s , would be a c o n s i d e r a b l e 
( a l b e i t perhaps worthwile) undertaking i n i t s e l f , p r i o r to 
u s i n g the f r u i t s of the l i t e r a t u r e f o r the f u r t h e r 
a n a l y s i s of d o c t o r - p a t i e n t r e l a t i o n s h i p s . On the o t h e r 
hand i t i s a more manageable t a s k to r e t a i n r o l e concepts 
w h i l e r e c o g n i s i n g t h a t not a l l authors use t h e s e 
i d e n t i c a l l y . 
There a r e a number of t h e o r e t i c a l I s s u e s and un r e s o l v e d 
debates w i t h i n the f i e l d of r o l e theory as a whole, and 
w i t h i n the way i n which i t has been a p p l i e d to a n a l y s e s 
of d o c t o r and p a t i e n t behaviours, h e a l t h and i l l n e s s as 
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s p e c i f i c s . These t h e o r e t i c a l debates are i n p a r t 
r e f l e c t e d by d i f f e r e n c e s i n the ways i n d i v i d u a l a u t h o r s 
use r o l e terms. To s i m p l i f y t h i s matter we have used 
the work of B i d d l e (1979) to compare the ways i n which 
d i f f e r e n t authors use r o l e terms. We thus t r a n s l a t e 
d i f f e r e n t authors i n t o a common r o l e terminology u s i n g 
B i d d l e as a d i c t i o n a r y . F u r t h e r , s i n c e B i d d l e ' s 
g l o s s a r y of terms covers the whole gamut of r o l e theory, 
we have g e n e r a l l y followed these d e f i n i t i o n s ( B i d d l e , 
1979; PP. 381-397) i n our own use of terms. But 
c e r t a i n of h i s d e f i n i t i o n s a r e r e j e c t e d on t h e o r e t i c a l 
grounds, f o l l o w i n g the i n c o r p o r a t i o n of the notion of 
i d e a l types i n t o d i s c u s s i o n of r o l e s . The other major 
source on r o l e theory concepts i s H e i s s (1981), whose 
i d e a s are more compatible w i t h our own t h e o r e t i c a l 
p e r s p e c t i v e . Thus our own use of the word " r o l e " r e f e r s 
to e x p e c t a t i o n s about behaviour r a t h e r than to the 
behaviours per se (Note 3.01). F u r t h e r d i s c u s s i o n of the 
i s s u e s i n v o l v e d i s l e f t u n t i l l a t e r , but throughout t h i s 
t h e s i s , where the reader i s u n c e r t a i n as to the meaning 
of a r o l e term used, i t may be s a f e l y assumed t h a t 
B i d d l e f s d e f i n i t i o n i s intended. 
The P a r s o n i a n A n a l y s i s of Doctor and P a t i e n t Roles 
Parsons f i r s t d e s c r i b e d the complementary r o l e s of d o c t o r 
and p a t i e n t to exemplify h i s account of s o c i a l systems 
(Parsons, 1951a, 1951b). The former he c a l l e d the 
" p h y s i c i a n r o l e " and the p o i n t of departure f o r i t s 
a n a l y s i s i s the p r o f e s s i o n a l n a t u r e of the m e d i c a l 
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endeavour, f o c u s i n g on t h e t e c h n i c a l - s p e c i f i c i t y o f 
p r o f e s s i o n a l a c t i v i t y a s a b a s i s f o r a c h i e v e d s t a t u s and 
autonomy. P a r s o n s w r o t e t h a t : 
"The r o l e o f t h e p h y s i c i a n c e n t e r s on h i s 
r e s p o n s i b i l i t y f o r t h e w e l f a r e o f t h e p a t i e n t i n t h e 
s e n s e o f f a c i l i t a t i n g h i s r e c o v e r y from i l l n e s s , . ." 
( P a r s o n s , 1951a; p.HU7) 
I n o r d e r t o f u l f i l t h i s r e s p o n s i b i l i t y t h e p h y s i c i a n must 
d e v e l o p a minimum, but h i g h , s t a n d a r d o f t e c h n i c a l 
p r o f i c i e n c y . S i n c e t h i s h i g h l e v e l o f r e q u i r e d t e c h n i c a l 
competence i m p l i e s a s p e c i f i c i t y o f f u n c t i o n , t h e t a s k o f 
c a r i n g f o r t h e s i c k h a s t o be a f u n c t i o n a l l y s p e c i a l i s e d 
f u l l t i m e p r o f e s s i o n a l a c t i v i t y . T h i s f u n c t i o n a l 
s p e c i f i c i t y t h e n i m p e l s t h e p r o f e s s i o n a l t o l i m i t h i s o r 
h e r a t t e n t i o n and a c t i v i t y t o t h e r i g i d l y c i r c u m s c r i b e d 
s p h e r e o f t h o s e i t e m s w h i c h a r e p r o p e r l y " m e d i c a l " . T h i s 
d e l i n e a t i o n between what i s p r o p e r l y " m e d i c a l " and what 
l i e s o u t s i d e o f t h a t s p h e r e i s o f c o u r s e p r o b l e m a t i c , 
s i n c e a t t i m e s p h y s i c i a n s may be drawn t o s e t s o f c o n c e r n s 
beyond t h e b i o l o g i c a l and t e c h n i c a l c o n s i d e r a t i o n s 
r o u t i n e l y t a u g h t a t m e d i c a l s c h o o l ( C a r r , 1983; F i e l d , 
1 9 8 3 ) . 
A c e n t r a l t e n e t o f t h e a n a l y s i s o f i l l n e s s f o r P a r s o n s i s 
t h a t i t i s d e v i a n t . Thus t h e p h y s i c i a n i s an a g e n t o f 
s o c i a l c o n t r o l , and m a i n t a i n s t h e s t a t u s quo ( e q u i l i b r i u m ) 
o f t h e s o c i a l o r d e r . T h i s i s done i n p a r t by 
l e g i t i m i z i n g t h e s o c i a l d e v i a n c e o f t h e p a t i e n t , but d o i n g 
s o c o n d i t i o n a l l y and t e m p o r a l l y . The p h y s i c i a n i s c h a r g e d 
by s o c i e t y w i t h t h e dob o f r e t u r n i n g a f f e c t e d p e r s o n s t o 
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f u l l s o c i a l f u n c t i o n i n g , r e v e r s i n g t h e t i d e o f w i t h d r a w a l 
so t h a t t h e p a t i e n t may a g a i n t a k e up t h e t h r e a d s o f 
s o c i a l o b l i g a t i o n . T h i s i s t o be a c h i e v e d by p e r m i t t i n g 
t h e p a t i e n t " t i m e o u t " from normal o b l i g a t i o n s i n o r d e r t o 
f a c i l i t a t e f u l l r e t u r n t o normal. The p r o f e s s i o n a l 
o r i e n t a t i o n t o be adopted i n o r d e r t o a c h i e v e t h i s i s 
termed by P a r s o n s " u n i v e r s a l i s m " , w h i c h i s a t e n d e n c y t o 
t r e a t a l l p a t i e n t s a s s i m i l a r . T h i s i s meant i n t h e 
s e n s e , not o f t r e a t i n g a l l p a t i e n t s w i t h i d e n t i c a l 
r e g i m e n s , but a s v i e w i n g a l l p a t i e n t s a s e q u a l i n a 
u n i v e r s e o f h e a l t h and i l l n e s s . C l i n i c a l Judgement i s 
t h u s t o be g u i d e d by t e c h n i c a l and o b j e c t i v e 
c r i t e r i a , w h i c h a r e a p p l i e d t o i n d i v i d u a l c a s e s , 
i d e n t i f i e d ( d i a g n o s e d ) a c c o r d i n g t o a r a t i o n a l 
c l a s s i f i c a t i o n scheme. Thus t h e p o w e r f u l p o s i t i o n 
e n j o y e d by t h e p h y s i c i a n i s i t s e l f n o r m a t i v e l y r e g u l a t e d , 
and t h e p r a c t i t i o n e r i s , a s a r e p r e s e n t a t i v e of dominant 
c u l t u r a l v a l u e s , e x p e c t e d t o a p p r o a c h t h e p a t i e n t i n 
o b j e c t i v e and s c i e n t i f i c a l l y J u s t i f i e d t e r m s . 
F u r t h e r m o r e , t h e i d e o l o g y o f t h e m e d i c a l p r o f e s s i o n 
e m p h a s i s e s t h e w e l f a r e o f t h e p a t i e n t , w h i c h t h e p h y s i c i a n 
i s e x p e c t e d t o put above h i s | A own i n t e r e s t s . The 
p r o f e s s i o n a l a t t i t u d e toward t h e p a t i e n t has many f a c e t s , 
but i t s c o r e , t h a t o f d o c t o r a s a p p l i e d s c i e n t i s t a c t i n g 
i n t h e p a t i e n t ' s i n t e r e s t , i s p r o b a b l y t o be found i n 
what P a r s o n s termed " a f f e c t i v e n e u t r a l i t y " . Thus t h e 
p h y s i c i a n must not become o v e r i n v o l v e d w i t h p a t i e n t s , 
but s h o u l d d i s t a n c e him o r h e r s e l f e m o t i o n a l l y . The 
i d e a l p r a c t i t i o n e r e x h i b i t s sympathy r a t h e r t h a n empathy. 
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i n t u i t i v e u n d e r s t a n d i n g w i t h o u t f u l l - s c a l e i n v o l v e m e n t , 
and s h o u l d u n d e r s t a n d t h e p a t i e n t ' s f e e l i n g s w i t h o u t 
f e e l i n g them him o r h e r s e l f . T h i s norm, a l t h o u g h one o f 
t h e most e s s e n t i a l e l e m e n t s o f t h e p r o f e s s i o n a l r o l e , i s 
h a r d t o m a i n t a i n and i s p r o b a b l y r e g u l a r l y v i o l a t e d , s i n c e 
t h e r e a r e so many ways i t may be d i s t u r b e d (Bloom and 
W i l s o n , 1 9 7 2 ) . 
I n summary, t h e n . P a r s o n s ' s d e s c r i p t i o n o f t h e p h y s i c i a n 
r o l e i s one o f a t e c h n i c a l l y e q u i p e d c u r a t i v e a g e n t , who 
a p p r o a c h e s p a t i e n t s i n s c i e n t i f i c a l l y j u s t i f i e d t e r m s , 
m a i n t a i n s a f f e c t i v e n e u t r a l i t y and p l a c e s a p a t i e n t ' s 
i n t e r e s t s above h e r o r h i s own. T h i s r o l e i s one w h i c h 
may be h e l p f u l t o d o c t o r s t h e m s e l v e s , s i n c e : 
"By d e f i n i n g h i s r o l e i n t h i s way i t was p o s s i b l e t o 
overcome o r m i n i m i s e r e s i s t e n c e s w h i c h might w e l l 
o t h e r w i s e p r o v e f a t a l t o t h e p o s s i b i l i t y o f d o i n g t h e 
dob a t a l l " 
( P a r s o n s , 1951a; p.&59) 
The r o l e o f p h y s i c i a n cannot be c o n s i d e r e d i n i s o l a t i o n 
from t h e complementary s o c i a l r o l e o f t h e p a t i e n t . I n 
o r d e r t o become a p a t i e n t a p e r s o n must embrace what 
P a r s o n s termed t h e " s i c k r o l e " . w h i c h , a s w e l l a s 
c o n f e r r i n g c e r t a i n r i g h t s and b e n e f i t s t o t h e p e r s o n , a l s o 
r e q u i r e s t h a t he o r she f u l f i l l c e r t a i n d u t i e s and 
o b l i g a t i o n s . The s i c k r o l e h a s t h e f o l l o w i n g f e a t u r e s . 
F i r s t l y , t h e p e r s o n i s i n c a p a c i t a t e d and i t i s beyond h i s 
o r h e r powers t o overcome t h i s i n c a p a c i t y . S e c o n d l y , t h e 
s i c k p e r s o n i s not ( n o r m a l l y ) h e l d t o be r e s p o n s i b l e f o r 
t h e i n c a p a c i t y . T h i r d l y , some k i n d o f t h e r a p e u t i c 
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p r o c e s s o r i n t e r v e n t i o n i s c o n c e i v e d t o be n e c e s s a r y f o r 
r e c o v e r y t o t a k e p l a c e - F o u r t h l y , i n c a p a c i t y d e f i n e d a s 
i l l n e s s i s a l e g i t i m a t e b a s i s f o r t h e e x e m p t i o n o f t h e 
s i c k i n d i v i d u a l from h i s o r h e r normal r o l e and t a s k 
o b l i g a t i o n s . F i f t h l y , b e i n g i l l i s a l e g i t i m a t e d s t a t e , 
and an e s s e n t i a l c o n d i t i o n o f i t s l e g i t i m a t i o n i s t h e 
r e c o g n i t i o n by t h e s i c k p e r s o n t h a t t o be i l l i s 
i n h e r e n t l y u n d e s i r a b l e . Thus he o r s h e h a s an o b l i g a t i o n 
t o t r y t o g e t w e l l and t o c o o p e r a t e w i t h o t h e r s t o t h a t 
end. F i n a l l y , one c a n n o t e x p e c t s p o n t a n e o u s f o r c e s t o 
o p e r a t e a d e q u a t e l y o r q u i c k l y t o e n a b l e a r e t u r n t o 
h e a l t h . The s i c k p e r s o n and o t h e r s i n v o l v e d i n h i s o r h e r 
w e l f a r e , e s p e c i a l l y members o f h i s o r h e r f a m i l y , have an 
o b l i g a t i o n t o s e e k competent h e l p and c o o p e r a t e w i t h t h o s e 
a g e n c i e s i n t h e i r a t t e m p t s t o e n a b l e c u r e . I l l n e s s i s 
t h u s v i e w e d i n t h i s a n a l y s i s a s a form o f d e v i a n c e , and 
J u s t a s i n o t h e r a n a l y s e s o f d e v i a n c e (Cohen, 1971) t h e r e 
i s t h e d e v i a n t i n d i v i d u a l , t h e p a t i e n t , and t h e d e f e n d e r 
o f t h e s o c i a l o r d e r and a b i t r a t e r o f s o c i a l r e a l i t y , 
t h e d o c t o r . 
C r i t i q u e s o f P a r s o n i a n s i c k and p h y s i c i a n r o l e s 
O v e r t h e y e a r s s i n c e i t s i n c e p t i o n t h i s a n a l y s i s o f 
d o c t o r and p a t i e n t r o l e s has been expanded and c r i t i c i s e d 
by a number o f a u t h o r s . C e n t r a l t o t h e c r i t i c i s m s has 
been P a r s o n s ' f u n c t i o n a l i s t p e r s p e c t i v e , w h i c h a s s u c h 
r e f l e c t s a m a j o r d e b a t e i n c o n t e m p o r a r y s o c i o l o g i c a l 
t h e o r y between s t r u c t u r a l i s m and f u n c t i o n a l i s m . However, 
t h e c e n t r a l themes o f t h e P a r s o n i a n a n a l y s i s o f i l l n e s s a s 
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d e v i a n c e and t h e c e n t r a l c o n c e p t o f r o l e a n a l y s i s have 
been l a r g e l y r e t a i n e d . Thus t h e q u e s t i o n o f w h e t h e r o r 
n o t p a t t e r n e d e x p e c t a t i o n s e x i s t i s not a t i s s u e , but t h e 
t h e o r e t i c a l a s s u m p t i o n s about t h e n a t u r e o f t h e s e 
e x p e c t a t i o n s a r e . Whereas P a r s o n s a v e r r e d t h a t t h e 
p a t i e n t - d o c t o r r e l a t i o n s h i p was harmonious and t h a t both 
p a r t i c i p a n t s had s i m i l a r g o a l s and e x p e c t a t i o n s , 
s t r u c t u r a l i s t w r i t e r s , s u c h a s F r e i d s o n ( 1 9 7 0 a ) , have 
r e p l a c e d t h e m u t u a l i t y and r e c i p r o c i t y d ynamics o f t h i s 
a n a l y s i s , by h o s t i l i t y , a m b i v a l e n c e and c o n f l i c t . 
A s y s t e m o f e x p e c t a t i o n s does n o t g u a r a n t e e t h a t a d o c t o r 
w i l l f u l l y l i v e up t o t h e s e s t a n d a r d s , nor t h a t d o c t o r s 
w i l l be s e l e c t e d on p u r e l y a c h i e v e m e n t c r i t e r i a . The r o l e 
c e n t r e s on t r e a t m e n t o f t h e s i c k and t h i s r e q u i r e s 
t e c h n i c a l and h i g h l y s p e c i f i c competence. But a s M e chanic 
( 1 9 7 8 ) p o i n t s o u t , a l t h o u g h d o c t o r s * competence i n human 
a f f a i r s i s s p e c i f i c , t h e y c e r t a i n l y a r e c a l l e d upon t o 
d e a l w i t h many problems o u t s i d e t h e s c o p e o f t h e i r 
t e c h n i c a l competence, and some d o c t o r s come t o r e g a r d 
t h e m s e l v e s a s e x p e r t s i n a r e a s i n w h i c h t h e y have l i t t l e 
t e c h n i c a l competence. What i s more, t h e e x p e c t a t i o n t h a t 
d o c t o r s t r e a t a l l p a t i e n t s e q u a l l y i s an i d e a l seldom, i f 
e v e r , a t t a i n e d . D o c t o r s , l i k e t h e r e s t o f u s , a r e s u b j e c t 
t o p e r s o n a l p r e f e r e n c e s and t h e s e a r e l i k e l y t o i n f l u e n c e 
t h e ways t h e y t r e a t d i f f e r e n t p a t i e n t s . The work o f 
Sudnow (1967)# f o r example, r e v e a l s how i m p l i c i t v a l u e 
j u dgements about p a t i e n t s e x e r t i n f l u e n c e o v e r t h e 
t r e a t m e n t p r o f f e r e d by d o c t o r s . However, t h i s i s s u e h a s 
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r e c e i v e d l i t t l e s t u d y and " d o c t o r s do not c o n s i d e r them 
p o l i t e a r e a s o f c o n v e r s a t i o n " ( M e c h a n i c , 1978; p . 1 1 6 ) . 
But s u c h d e f e n s i v e n e s s about t h e v i o l a t i o n o f norms p o i n t s 
t o t h e i m p o r t a n c e o f t h e r o l e d e l i n e a t i o n s , not p e r h a p s a s 
d e s c r i p t i o n s of b e h a v i o u r , but a s u n d e r l y i n g e x p e c t a t i o n s 
about i t s a c c e p t a b i l i t y . Such o b s e r v a t i o n s l e d F r e i d s o n 
t o a s s e r t t h a t s u c h e x p e c t a t i o n s a r e ; 
" t h e n o r m a t i v e segment o f t h e f o r m a l o r g a n i s a t i o n o f 
p r o f e s s i o n s . . . f o r m a l c l a i m s and o f f i c i a l l y h e l d 
e x p e c t a t i o n s , perhaps i d e a l s , but not n e c e s s a r i l y t h e 
o p e r a t i v e norms o f p e r f o r m a n c e . " 
( F r e i d s o n , 1970a; p.160) 
F r e i d s o n t h u s c o n c e n t r a t e s on t h e f o r m a l b o d i e s o f 
m e d i c i n e , t h e p r o f e s s i o n a l o r g a n i s a t i o n s , t o a n a l y s e t h e 
s t r u c t u r e s imposed and t h e way t h e s e r e g u l a t e d o c t o r s ' 
b e h a v i o u r s . The major t h r u s t o f F r i e d s o n ' s work i s 
aimed a t an a n a l y s i s o f r o u t i n i s a t i o n , p r o f e s s i o n a l 
a u t h o r i t y and p r e s t i g e , and t h e s t r u c t u r e o f t h e 
p r o f e s s i o n ( 1 9 7 0 a , 1 9 7 0 b ) . I n e s s e n c e F r e i d s o n a r g u e s 
t h a t t h e s e b o d i e s , r u l e s e t c . a l t h o u g h o s t e n s i b l y 
p r o t e c t i n g t h e p u b l i c , do more t o m a i n t a i n t h e i n t e g r i t y 
o f t h e p r o f e s s i o n and t h e p r a c t i t i o n e r s o f m e d i c i n e . 
But i t i s F r e i d s o n ' s a n a l y s i s o f t h e " c l i n i c a l m e n t a l i t y " 
t h a t p a r t i c u l a r l y i n t e r e s t s us h e r e and t h i s i s b a s e d upon 
some b a s i c t e n s i o n s t o be found i n t h e n a t u r e o f m e d i c a l 
work. F r e i d s o n w r i t e s t h a t s i n c e m e d i c i n e i s 
" t h e p r a c t i c a l s o l u t i o n o f c o n c r e t e p r o b l e m s , i t i s 
o b l i g e d t o c a r r y on even when i t l a c k s s c i e n t i f i c 
f o u n d a t i o n f o r i t s a c t i v i t i e s : i t i s o r i e n t e d t o w a r d 
i n t e r v e n t i o n i r r e s p e c t i v e o f t h e e x i s t e n c e o f r e l i a b l e 
knowledge. The p r a c t i t i o n e r i s more c o m f o r t a b l e 
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d o i n g s o m e t h i n g . . . and s o i s l e d t o u s e d r u g s and 
p r o c e d u r e s more t h a n might be i n d i c a t e d by a c a d e m i c 
(and s c i e n t i f i c ) s t a n d a r d s . " 
( F r e i d s o n , 1970a; p.163) 
Thus, a c c o r d i n g t o F r e i d s o n , t h e p h y s i c i a n r o l e may be t h e 
i d e a l , t h a t i s t a u g h t i n p r e s t i g e o u s m e d i c a l s c h o o l s , b u t 
i t i s o t h e r f o r c e s and e x p e c t a t i o n s a c t i n g on d o c t o r s t h a t 
p l a y a m a j o r p a r t i n g u i d i n g b e h a v i o u r . T h i s h a s l e d him 
t o r e j e c t t h e n o t i o n o f r o l e a s a v i a b l e c o n c e p t c e n t r a l 
t o t h e a n a l y s i s o f t h e b e h a v i o u r o f members o f t h e 
p r o f e s s i o n . Y e t , a s B l o o r and H o r o b i n ( 1 9 7 5 ) p o i n t o u t , 
P a r s o n s * s ( 1 9 5 1 s , 1951b) p r e c i s e d e l i n e a t i o n o f r o l e s i s 
not t o be t a k e n a s a l a w o r e m p i r i c a l g e n e r a l i s a t i o n , but 
a s an i d e a l t y p e ( i n t h e Weberian s e n s e ) , i n r e l a t i o n t o 
w h i c h c o u r s e s o f a c t i o n become u n d e r s t a n d a b l e . The 
r i g i d i t y o f t h e commonplace c o n c e p t o f r o l e i s t h e r e b y 
r e l a x e d . Thus r o l e s , and t h e i d e a l t y p e s from w h i c h t h e s e 
a r e g e n e r a t e d , c a n c o n t i n u e t o p r o v i d e p o w e r f u l a n a l y t i c 
t o o l s . B l o o r and Horobin q u e s t i o n P a r s o n s f s a s s u m p t i o n 
t h a t t h e r e l a t i o n s h i p between d o c t o r and p a t i e n t i s 
f u n d a m e n t a l l y r e c i p r o c a l and draw a t t e n t i o n t o e l e m e n t s o f 
t h e r e l a t i o n s h i p w h i c h g e n e r a t e c o n f l i c t . They a r g u e t h a t 
t h e e x p e c t a t i o n h e l d by d o c t o r s , t h a t p a t i e n t s s h o u l d u s e 
t h e i r own judgements a s t o when t o s e e k m e d i c a l a d v i c e , 
c o n t r a d i c t s t h e e x p e c t a t i o n t h a t once t h e p a t i e n t h a s 
so u g h t h e l p , he o r s h e s h o u l d d e f e r r e s p o n s i b i l i t y t o t h e 
d o c t o r . T h e s e e x p e c t a t i o n s p l a c e t h e p a t i e n t i n a 
"double-bind**, s i n c e he o r s h e s h o u l d e v a l u a t e , d e f i n e and 
make a d e c i s i o n about t h e i l l n e s s p r i o r t o c o n s u l t i n g t h e 
d o c t o r , b u t o n c e t h e d o c t o r i s engaged t h e p a t i e n t no 
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l o n g e r p a r t i c i p a t e s i n d e f i n i t i o n s o f t h e i l l n e s s , n o r 
d e c i s i o n s about i t s t r e a t m e n t . T h i s i s , however, a 
p o t e n t i a l f o r c o n f l i c t w h i c h i s i n f a c t r e l a t i v e l y 
i n f r e q u e n t l y r e a l i s e d , s i n c e o v e r t c o n f l i c t i s not endemic 
i n c o n s u l t a t i o n s . T h i s B l o o r and H o r o b i n a s s e r t i s 
b e c a u s e d o c t o r s and p a t i e n t s employ t e c h i q u e s o f 
i m p r e s s i o n management (Goffman, 1971) t o s t a b i l i s e t h e 
i n t e r a c t i o n and a t t a i n t h e i r own g o a l s . I m p r e s s i o n 
management may be u s e d e i t h e r t o m a n i p u l a t e t h e o t h e r 
p a r t y t o ones own end, o r b e c a u s e t h e y a r e l e a r n e d 
b e h a v i o u r s w h i c h a r e p a r t o f t h e c e r e m o n i a l o r d e r . B l o o r 
and H o r o b i n s u g g e s t t h a t o v e r t c o n f l i c t may be a v o i d e d 
e i t h e r b e c a u s e o f i t s i n h e r e n t d i s t a s t e f u l n e s s o r b e c a u s e 
o f d i f f e r e n t i a l power r e l a t i o n s i n t h e c o n s u l t a t i o n . 
F u r t h e r m o r e , p a t i e n t s t e n d t o have r e l a t i v e l y l i t t l e 
e x p e r i e n c e o f t h e two r o l e s i n v o l v e d i n t h e dyad, w h i l s t 
t h e d o c t o r h a s g r e a t e x p e r i e n c e o f both. B l o o r and 
H o r o b i n w r i t e , 
"one might go s o f a r a s t o q u e s t i o n w h e t h e r most 
p a t i e n t s have any c l e a r c u t e x p e c t a t i o n s o f t h e 
d o c t o r ' s r o l e and t h e i r own p a t i e n t r o l e d i v o r c e d from 
s p e c i f i c i l l n e s s c o n t e x t s . R a t h e r one might a r g u e 
t h a t e x p e c t a t i o n s o c c u r among p a t i e n t s i n r e l a t i o n t o 
s p e c i f i c i l l n e s s p r o b l e m s " . 
( B l o o r & H orobin, 1975; p . 2 8 l ) 
T h i s p o i n t i s r e p r e s e n t a t i v e o f an argument p r e s e n t e d 
by numerous w r i t e r s , and i s d e r i v e d from F r e i d s o n ' s 
( 1 9 6 1 ) o b s e r v a t i o n t h a t when one e x a m i n e s a c t u a l c a s e s o f 
o c c u p a n c y o f t h e s i c k r o l e t h e y r a r e l y c o r r e s p o n d w i t h t h e 
i d e a l t y p i c a l d e s c r i p t i o n o f P a r s o n s . S i e g l e r and 
Osmond ( 1 9 7 9 ) t a k e t h e l a c k o f c o r r e s p o n d e n c e between 
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a c t u a l c a s e s o f o c c u p a n c y of t h e s i c k r o l e and t h e i d e a l 
t y p i c a l d e s c r i p t i o n o f P a r s o n s a s e v i d e n c e w h i c h " c a s t s 
doubt on t h e u s e f u l n e s s o f t h e c o n c e p t " . They a r g u e t h a t 
t h e p a t i e n t r o l e i s a " h i g h l y u n s t a b l e s o c i a l r o l e " and 
" f a r from b e i n g a d h e s i v e a s some p e o p l e f e a r , i t i s 
v e r y d i f f i c u l t t o keep p e o p l e i n t h e s i c k r o l e e ven 
when t h e i l l n e s s i n q u e s t i o n f a l l s u n d i s p u t e d l y w i t h i n 
t h e p r o v i n c e o f m e d i c i n e . " 
( S i e g l e r and Osmond, 1979; P.163) 
They f u r t h e r m a i n t a i n t h a t t h e p a t i e n t i s l i k e l y t o l e a v e 
t h e s i c k r o l e f o r any one o f a number o f a l t e r n a t i v e 
r o l e s a t a number o f d i f f e r e n t p o i n t s d u r i n g o c c u p a n c y o f 
t h e s i c k r o l e and p o i n t out t h a t , 
" t h e c r i t i c a l i n f o r m a t i o n f o r m a i n t a i n i n g t h e s i c k 
r o l e i s t h e p r o g r e s s o f t h e p a t i e n t ' s own i l l n e s s . " 
( S i e g l e r and Osmond, 1979; PP. 160-161) 
Such i n f o r m a t i o n must come from t h e d o c t o r , a s t h e 
l e g i t i m a t e agent, i n o r d e r f o r t h e p a t i e n t t o s t a y i n 
r o l e . 
I n t h e i r s t u d y o f a c u t e , h o s p i t a l i n p a t i e n t s , T a g l i a c o z z o 
and Mauksch ( 1 9 7 9 ) f o c u s e d on t h e way t h a t t h e c o n t e x t 
w i t h i n w h i c h p a t i e n t s a r e s i c k m o d i f i e s b e h a v i o u r s . 
They r e v e a l t h a t p a t i e n t s e x p e r i e n c e a c o n f l i c t between 
s i c k r o l e e x p e c t a t i o n s and b e i n g "good" h o s p i t a l p a t i e n t s . 
A "good" p a t i e n t i s s e e n by b o t h p a t i e n t s and n u r s e s a s 
one who c o o p e r a t e s w i t h and does not make g r e a t demands 
on n u r s e s ( a n d t o a l e s s e r e x t e n t on d o c t o r s ) by p u t t i n g 
up w i t h d i s c o m f o r t , d o i n g a s much f o r t h e m s e l v e s a s 
p o s s i b l e , and n o t c r i t i c i s i n g n u r s e s . But t h e s i c k r o l e 
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demands t h a t t h e p a t i e n t c o m p l i e s w i t h t h e d o c t o r 
o r d e r s , and s h o u l d t h u s i n s i s t t h a t t h e n u r s e c a r r i e s o u t 
d o c t o r s ' i n s t r u c t i o n s . F u r t h e r , t h e s i c k r o l e g i v e s t h e 
p a t i e n t t h e r i g h t t o be c a r e d f o r ; moreover f o r t h e 
s e r i o u s a c u t e i l l n e s s e s s t u d i e d , i t demands t h a t t h e 
p a t i e n t be p a s s i v e and not " g e t up t o do s m a l l t h i n g s " -
T a g l i a c o z z o and Mauksch ( 1 9 7 9 ) s u g g e s t t h a t t h e p a t i e n t s * 
r o l e e x p e c t a t i o n s " a r e not a d e q u a t e l y d e s c r i b e d by 
i s o l a t i n g a t t i t u d i n a l and n o r m a t i v e r e s p o n s e s t o t h e r o l e 
theme i t s e l f . The f u l l r e p e r t o r y o f r o l e b e h a v i o r must be 
p l a c e d i n t o t h e c o n t e x t o f o r g a n i z a t i o n a l p r o c e s s e s i f i t 
i s t o encompass r e a l i s t i c o r i e n t a t i o n s and b e h a v i o r " 
( p . 2 0 0 ) . They t h u s c o n s i d e r t h e i r f i n d i n g s t o be 
s u p p o r t a t i v e o f Merton's c o n c e p t o f t h e r o l e - s e t , i n w h i c h 
r o l e s a r e made up o f c o n f l i c t i n g norms (Merton, 1957; 
1 9 7 6 ) . Y e t t h e r e s u l t s o f t h e i r s t u d y a r e a l s o 
c o m p a t i b l e w i t h t h e P a r s o n i a n i d e a l t y p e , w h i c h p a t i e n t s 
have i n t e r n a l i s e d and u s e t o g u i d e b e h a v i o u r , a l b e i t 
w i t h o u t t o t a l s u c c e s s b e c a u s e o f c o n f l i c t w i t h o t h e r r o l e s 
n o r m a l l y h e l d by t h e p a t i e n t . Such " n o r m a l " r o l e s 
e m p h a s i s e i n s t r u m e n t a l a c t i v i t y and autonomy and 
c o m p r i s e c e n t r a l p a r t s o f p a t i e n t s ' i d e n t i t i e s ( H e i s s , 
1 9 8 1 ) . As s u c h t h i s i s good e v i d e n c e f o r t h e s i c k r o l e 
i d e a l t y p e f o r i t d e m o n s t r a t e s t h a t t h e r o l e i s n o t a 
s i m p l e c o n s t r u c t o f t h e h o s p i t a l e n v i r o n m e n t . However, 
t h i s l a t e r p o i n t i s not made by T a g l i a c o z z o and Mauksch, 
s i n c e t h e y do not c l e a r l y d i s t i n g u i s h between e x p e c t a t i o n 
( r o l e ) and b e h a v i o u r ( r o l e p e r f o r m a n c e ) , but i n s t e a d s p l i t 
t h e i r n o t i o n o f r o l e i n t o " f u n c t i o n a l and p o s i t i o n a l 
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s e g m e n t s " ( p . 2 0 1 ) . Thus, w i t h o u t r e j e c t i n g t h e b a s i c 
n o t i o n o f t h e s i c k r o l e , w i t h i t s a t t e n d a n t r i g h t s and 
p r i v i l e g e s , t h e y e x p l a i n why p a t i e n t b e h a v i o u r does not 
a l w a y s c o r r e s p o n d t o t h e i d e a l t y p e by r e c o u r s e t o a 
" s e g m e n t a t i o n " o f t h e r o l e , dependent on t h e s t r u c t u r a l 
c o n s t r a i n t s imposed by t h e i n s t i t u t i o n a l c o n t e x t w i t h i n 
w h i c h t h e p a t i e n t r e c e i v e s t r e a t m e n t . But s u c h a 
d i v i s i o n i s c o n t r a r y t o t h e c o n c e p t o f r o l e a s i t i s 
u n d e r s t o o d by o u r s e l v e s , f o r i t c o n f u s e s e x p e c t a t i o n w i t h 
b e h a v i o u r . T h e s e f i n d i n g s a r e b e t t e r e x p l a i n e d by s i m p l y 
a c c e p t i n g t h a t t h e r o l e i s o n l y one f a c t o r t h a t s p e c i f i e s 
b e h a v i o u r and o t h e r a r e t h e s i t u a t i o n s and s t r u c t u r e s i n 
w h i c h b e h a v i o u r o c c u r s . 
S u ch c r i t i c i s m s o f t h e i n i t i a l s i c k r o l e f o r m u l a t i o n i n 
t h e c o n t e m p o r a r y l i t e r a t u r e have g i v e n r i s e t o a 
p l e t h o r i a o f v a r i a n t s t o t h e o r i g i n a l s i c k r o l e d e s c r i b e d 
by P a r s o n s . I n t h e f o l l o w i n g pages we r e v i e w t h e most 
i n f l u e n t i a l o f t h e s e v a r i a n t s o f t h e s i c k r o l e . I t i s 
g e n e r a l l y a c c e p t e d , a t l e a s t i m p l i c i t l y , t h a t t h e r o l e s o f 
d o c t o r and p a t i e n t form a r o l e - c o m p l e m e n t , be i t one 
c h a r a c t e r i z e d by m u t u a l r e c i p r o c i t y o r c o n f l i c t . T h a t i s 
t h e r o l e s f i t t o g e t h e r w i t h i n a s o c i a l s y stem, s u c h t h a t 
t h e y a r e c h a r a c t e r i s t i c a l l y i n t e r d e p e n d e n t . Changes i n 
one r o l e s h o u l d b r i n g about c h a n g e s i n t h e o t h e r , i n o r d e r 
t o m a i n t a i n c o m p l e m e n t a r i t y . Y e t a l t h o u g h t h e s i c k r o l e 
h a s r e c e i v e d c o n s i d e r a b l e a t t e n t i o n , l i t t l e h a s been g i v e n 
t o any a f f e c t t h a t s i c k r o l e v a r i a n t s may have on t h e r o l e 
o f t h e d o c t o r . We r e t u r n t o d o c t o r s * r o l e s l a t e r i n t h i s 
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c h a p t e r . 
P o s t - P a r s o n i a n v a r i a n t s o f t h e s i c k r o l e . 
C e n t r a l t o most c r i t i q u e s o f P a r s o n s *s s i c k r o l e have been 
two common and d i s t i n c t forms o f i l l n e s s ; " m e n t a l i l l n e s s " 
and " c h r o n i c i l l n e s s " . The f o r m e r i s , a s most 
p s y c h o l o g i s t s w i l l r e c o g n i s e , h i g h l y p r o b l e m a t i c . Debate 
s t i l l r a g e s a t t h e h e a r t o f c o n t e m p o r a r y p s y c h i a t r y a s t o 
w h e t h e r s u c h d i s o r d e r s a r e p r o p e r l y i d e n t i f i e d a s 
" i l l n e s s " and amenable t o t h e d i s e a s e t h e o r y p e r s p e c t i v e 
u n d e r l y i n g m e d i c a l p r a c t i c e ( s e e e.g. C l a r e , I 9 8 O ) . We 
w i l l not be drawn i n t o t h i s d e b a t e , but w i l l c o n c e n t r a t e 
on c h r o n i c i l l n e s s e s and t h e problems t h e s e r a i s e f o r 
t h e c l a s s i c a l s i c k r o l e f o r m u l a t i o n . The c e n t r a l p r o b l e m 
f o r t h e s i c k r o l e f o r m u l a t i o n posed by c h r o n i c i l l n e s s i s 
t h a t w h i l s t t h e s i c k r o l e i s t e m p o r a r y , and t h e p a t i e n t 
e n t e r s t h e r o l e b e c a u s e i t h o l d s o u t t h e p r o m i s e o f r e t u r n 
t o normal f u n c t i o n i n g , t h i s i s by d e f i n i t i o n not t h e c a s e 
f o r c h r o n i c i l l n e s s . Thus t h e b a s i c argument p r e s e n t e d by 
r e s e a r c h e r s who have c o n s i d e r e d c h r o n i c i l l n e s s c a n be 
p a r a p h r a s e d a s " C h r o n i c i l l n e s s v i o l a t e s one o f t h e 
c e n t r a l f e a t u r e s o f t h e s i c k r o l e . Thus b e h a v i o u r 
o b s e r v e d i n t h e c h r o n i c a l l y s i c k c a n n o t be g u i d e d o r 
e x p l a i n e d by r e c o u r s e t o t h e s i c k r o l e f o r m u l a t i o n " . L e t 
us now c o n s i d e r a s e l e c t i o n o f t h e s e p u b l i c a t i o n s i n more 
d e t a i l . 
Gordon ( 1 9 6 6 ) a t t e m p t e d t o " v a l i d a t e t h e ( s i c k r o l e ) 
c o n c e p t e m p i r i c a l l y " ( p . x v i i ) i n an i n t e r v i e w s t u d y o f 
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1000 p e o p l e c a r r i e d out i n 1957. H i s i n t e r v i e w s r e v e a l e d 
a v a r i a n t o f t h e s i c k r o l e w h i c h he named t h e " i m p a i r e d 
r o l e " . I n t h e i m p a i r e d r o l e t h e s u f f e r e r ' s s t a t e i s f i x e d 
once and f o r a l l ( a s i n b l i n d n e s s , b e i n g c r i p p l e d , e t c . ) 
and w i l l no l o n g e r r e s p o n d t o any i n t e r v e n t i o n . The 
p e r s o n i n t h i s r o l e must a c c e p t l o w e r s t a t u s t h a n a n o r m a l 
p e r s o n and c a n n o t f u l l y o ccupy normal s o c i a l r o l e s . 
A c c o r d i n g t o Gordon, t h e e x p e c t a t i o n s a s s o c i a t e d w i t h t h i s 
r o l e a r e v e r y d i f f e r e n t from t h e s i c k r o l e and i t i s t h e 
d e g r e e o f i n c a p a c i t y , r a t h e r t h a n p r o g n o s t i c f a c t o r s , t h a t 
d e t e r m i n e r e s p o n s e s t o w a r d s t h e i n d i v i d u a l v i s - a - v i s h i s 
o r h e r exemption from s o c i a l r e s p o n s i b i l i t y , c a r e f o r s e l f 
and dependence on t e c h n i c a l l y competent h e l p . On t h e 
b a s i s o f t h i s f i r s t " s i c k r o l e v a r i a n t " a number o f 
r e s e a r c h e r s have d e v e l o p e d f u r t h e r c o n c e p t i o n s o f t h e 
r o l e s i n v o l v e d i n i l l n e s s b e h a v i o u r . 
F a b r e g a and Manning ( 1 9 7 2 ) c o n s i d e r t h e s i c k r o l e a s 
a d e v i a n t r o l e , w h i c h r e s u l t s i n l a b e l l i n g o f t h e p a t i e n t 
both by him o r h e r s e l f and by o t h e r s . Once l a b e l l e d t h e 
imputed i d e n t i t y may become t h e b a s i s o f a l a s t i n g 
i d e n t i t y f o r t h e l a b e l l e d p e r s o n , and t h u s t h e b a s i s o f a 
d e v i a n t s e l f - i m a g e o r s e l f - c o n c e p t ( T u r n e r , 1 9 7 8 ) , 
r e s u l t i n g i n a d e v i a n t c a r e e r . Put s i m p l y i f t h e 
t r a n s i e n t r o l e l a b e l o f " s i c k " s t i c k s , i t may become 
c e n t r a l t o t h e image o f who t h e p e r s o n i s and t h u s have 
l o n g l a s t i n g e f f e c t s on b e h a v i o u r and i t s s y m b o l i c 
meaning. I n t h e i r a n a l y s i s , F a b r e g a and Manning 
d i s t i n g u i s h between ft main t y p e s o f i l l n e s s . T h e s e a r e 
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s h o r t t e r m a c u t e i l l n e s s (Type I : e.g. p n e u m o c o c c a l 
pneumonia), l o n g term n o n - s t i g m a t i z e d i l l n e s s ( T y p e I I : 
e.g. d i a b e t e s m e l l i t u s ) , l o n g term s t i g m a t i z e d i l l n e s s 
( T y p e I I I : e.g. t u b e r c u l o s i s o r l e p r o s y ) , and m e n t a l 
i l l n e s s (Type I V : e.g. s c h i z o p h r e n i a ) . N o r m a l l y when 
p e o p l e s p e a k o f i l l n e s s t h e y t e n d t o mean s h o r t t e r m 
a c u t e t y p e s o f i l l n e s s , o f t h e s o r t amenable t o t h e 
d i s e a s e t h e o r y o f i l l n e s s and c o m p a t i b l e w i t h P a r s o n s 1 s 
s i c k r o l e a n a l y s i s . O n s e t o f t h i s s o r t o f i l l n e s s i s 
r a p i d and p r e d i c t a b l e , symptoms a r e unambiguouss, and 
s i n c e t h e u n d e r l y i n g b i o l o g i c a l p r o c e s s i s w e l l u n d e r s t o o d 
by d o c t o r s , d i a g n o s i s i s c e r t a i n and t r e a t m e n t e f f e c t i v e 
and c u r a t i v e . The p a t i e n t and d o c t o r r o l e s assumed a r e 
t h o s e d e s c r i b e d by P a r s o n s and t h e s i c k r o l e i s t e m p o r a r y 
and h a s few, i f any, l o n g terra s o c i a l c o n s e q u e n c e s . 
On t h e o t h e r hand, a t t h e o n s e t o f l o n g t e r m i l l n e s s e s 
t h e c l i n i c a l p i c t u r e f o r both t y p e s I I and I I I i s s i m i l a r . 
O n s e t i s o f t e n s l o w and i n s i d i o u s , symptoms a r e u n c l e a r , 
and w h i l s t d i a g n o s i s i s f a i r l y c e r t a i n once made, i t t e n d s 
t o r e q u i r e s o p h i s t i c a t e d t e s t s . T r e a t m e n t o f l o n g t e r m 
i l l n e s s e s may be m o d e r a t e l y e f f e c t i v e , but i t i s n o t 
n e c e s s a r i l y c u r a t i v e and t h e l o n g r a n g e i m p l i c a t i o n s o f 
t h e s e d i s e a s e s a r e c o n s i d e r a b l e . P a t i e n t s o f t e n have t o 
v i s i t t h e d o c t o r r e g u l a r l y , f o r c h e c k - u p s a t l e a s t , and 
ev e n i f c o n t r o l l e d t h e d i s e a s e n e v e r r e a l l y ends. The 
p a t i e n t t h e n w i l l a l w a y s be s a i d t o be under m e d i c a l 
s u p e r v i s i o n and i s o f t e n r e q u i r e d t o m o d i f y h i s o r h e r 
l i f e h a b i t s and t h o s e o f t h e f a m i l y c o n s i d e r a b l y . I n t h e 
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c a s e o f i l l n e s s e s o f t y p e I I t h e d e g r e e to w h i c h t h e 
p e r s o n i n t e r n a l i s e s t h e r o l e and a l l o w s i t t o i m p i n g e 
s u b s t a n t i a l l y on o t h e r c o n c e p t s o f him o r h e r s e l f i s 
g r e a t l y u n d e r h i s o r h e r own c o n t r o l . T h i s i s l e s s o f t e n 
t h e c a s e f o r t y p e I I I i l l n e s s e s . I n t y p e I I I t h e p a t i e n t 
i s s i g n i f i c a n t l y d i s c r e d i t e d i n t h e e y e s o f o t h e r s and i s 
l i k e l y t o e x p e r i e n c e c o n s i d e r a b l e s o c i a l c o n s t r a i n t 
b e c a u s e o f t h e e x t e r n a l r e n d e r i n g o f t h e d e v i a n t l a b e l , 
w h i c h w i l l a l s o e f f e c t t h e s e l f c o n c e p t c o n s i d e r a b l y . 
M e n t a l i l l n e s s d i f f e r s from t h e o t h e r t h r e e t y p e s g r e a t l y 
and i s most p r e d i c t a b l e i n i t s v e r y u n p r e d i c t a b i l i t y . 
O n s e t may be sudden o r s l o w and i n s i d i o u s , symptoms a r e 
ambiguous, d i a g n o s i s i s u n r e l i a b l e and t r e a t m e n t o f 
e q u i v o c a l e f f e c t i v e n e s s . P e r h a p s t h e most i m p o r t a n t 
d i f f e r e n c e t h a t F a b r e g a and Manning p o i n t out i s t h a t 
w h i l s t t h e o t h e r i l l n e s s e s f u n d a m e n t a l l y r e p r e s e n t 
b r e a c h e s i n t h e b i o l o g i c a l b a s i s o f b e h a v i o u r , m e n t a l 
i l l n e s s r e p r e s e n t s b r e a k i n g o f t h e s o c i a l r u l e s o f 
b e h a v i o u r . I f t h e p e r s o n i s m a n i f e s t t h r o u g h h i s o r h e r 
e x p r e s s i v e b e h a v i o u r , t h e r u l e s b r oken a r e t h o s e 
p e r t a i n i n g t o s e l f h o o d , t o o n e 's v e r y humanity. 
I n summary t h e n , F a b r e g a and Manning ( 1 9 7 2 ) c o n s i d e r t h a t 
t h e d e v i a n t i d e n t i t y w h i c h a r i s e s from t h e p e r c e p t i o n by 
o t h e r s t h a t an i n d i v i d u a l i s s i c k , a l s o s u p p l i e s a l a b e l 
and a s e t o f e x p e c t a t i o n s , a r o l e . I f t h e i n d i v i d u a l 
c o n t i n u e s t o s e e h i m / h e r s e l f a s o t h e r s do, a s s i c k , t h e n 
t h e i n d i v i d u a l i s l a u n c h e d on a c a r e e r . W h i l s t P a r s o n s 
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assumes t h a t t h e s i c k r o l e i s a t e m p o r a r y and c u r a b l e 
d e v i a n c e , one i n f a c t m o t i v a t e d by t h e p r o m i s e o f c u r e , 
t h i s i s o f t e n not t h e c a s e . I n t h e c a s e o f l o n g t e r m 
i l l n e s s ( t y p e I I ) t h e i n d i v i d u a l must a s s i m i l a t e i n t o 
t h e i r s e l f - c o n c e p t , a t l e a s t i n p a r t , t h e n o t i o n t h a t one 
of t h e i r r o l e s i s a k i n t o t h e s i c k r o l e . I n s t i g m a t i z e d 
l o n g term i l l n e s s ( t y p e I I I ) e x t e r n a l s o c i a l p r e s s u r e s 
i n s i s t t h a t t h e s e l f - c o n c e p t accomodate t o t h i s n o t i o n and 
t h a t o t h e r r o l e s become s u b s e r v i e n t . Thus F r a b e g a and 
Manning c o n t e n d t h a t : 
"The s i c k r o l e b a s e d on a s i n g l e d e v i a n t i d e n t i t y i s 
too b r o a d a n o t i o n f o r u n d e r s t a n d i n g i l l n e s s 
b e h a v i o r . . . To speak o f t h e s i c k r o l e , a s much 
p r e v i o u s work has done, i s t o v a s t l y s i m p l i f y t h e 
n a t u r e o f r e s p o n s e s t o b o d i l y p r o c e s s e s o r s o c i a l 
phenomena t h a t a r e a s s o c i a t e d i n i l l n e s s b e h a v i o r . " 
( F a b r e g a and Manning, 1972; p.99) 
F o r o u r p u r p o s e s t h i s work i s i m p o r t a n t f o r two r e a s o n s . 
F i r s t l y , i t i d e n t i f e s k p a r a m e t e r s o f d i s e a s e t h a t may 
d i s t i n g u i s h between whether o r not an i l l n e s s w i l l r e s u l t 
i n t h e p a t i e n t p a s s i n g t h r o u g h t h e s i c k r o l e i n t h e way 
assumed by P a r s o n s ; d u r a t i o n , p r o g n o s i s , d e g r e e o f 
d i s c o m f o r t and d i s a b i l i t y , and s t i g m a t i z a t i o n . 
S e c o n d l y , F a b r e g a and Manning p o i n t t o t h e i m p o r t a n c e o f 
o t h e r s ' d e f i n i t i o n s o r l a b e l l i n g o f a d i s e a s e d i n d i v i d u a l 
f o r t h a t p e r s o n ' s e n t r a n c e i n t o a r o l e , r o l e 
m a i n t e n a n c e and i t s i n t e r n a l i s a t i o n i n t o a s e l f - i m a g e o r 
even s e l f - c o n c e p t ( T u r n e r , 1 9 7 8 ) . As i s mooted by F a b r e g a 
and Manning, t h e most s a l i e n t o t h e r may o f t e n be t h e 
d o c t o r . 
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G a l l a g h e r (1979) c r i t i c i s e s the c a p a c i t y of the c l a s s i c a l 
s i c k r o l e a n a l y s i s to account f o r the case of c h r o n i c 
I l l n e s s . G a l l a g h e r m a i n t a i n s t h a t Parsons, i n h i s l a t e r 
w r i t i n g , came to view "somatic h e a l t h as the ad a p t i v e 
c a p a c i t y of the human organism which u n d e r l i e s and 
s u s t a i n s behavior d i r e c t e d toward the attainment of goals*' 
(p.163). T h i s a c c o r d i n g to G a l l a g h e r i s a d i f f e r e n t view 
to t h a t of i l l n e s s as "deviance", which Parsons put 
forward i n h i s e a r l i e r w r i t i n g . T h i s a s s e r t i o n i s 
c o n t e n t i o u s and Parsons f o r one a s s e r t s t h a t he did not 
propose a d a p t a t i o n as an a l t e r n a t i v e to deviance, but t h a t 
they merely r e f l e c t a d i f f e r e n t emphasis (Parsons, 1978). 
However t h a t may be, i t i s c l e a r t h a t the s i c k r o l e model 
cannot e a s i l y accomodate the case of c h r o n i c i l l n e s s . 
C hronic i l l n e s s i s problematic i n so f a r as i t can l a s t an 
i n d e f l n a t e l y long time, and hence; 
"exemption from normal s o c i a l o b l i g a t i o n s cannot be 
j u s t i f i e d by the prospect of a r e t u r n to p r o d u c t i v e 
f u n c t i o n and s o c i a l p a r t i c i p a t i o n . N e i t h e r can the 
o b l i g a t i o n to seek treatment or to cooperate w i t h 
treatment o r d e r s be so j u s t i f i e d . " 
( G a l l a g h e r , 1979; P.166) 
G a l l a g h e r proposes t h a t the conception of both the p a t i e n t 
and the " t r e a t e r " i n the s i t u a t i o n of c h r o n i c i l l n e s s 
r e q u i r e elements which l i e o u t s i d e of the deviance 
framework, of which " v a l u e conceptions concerning human 
d i g n i t y and q u a l i t y of l i f e p l a y an important p a r t " 
( p . 1 6 ) . According to t h i s r e f o r m u l a t i o n the problem 
c o n f r o n t i n g the p a t i e n t i s not one of how to become w e l l , 
but of how t o adapt w i t h i n the g e n e r a l s o c i a l system to 
the i l l n e s s a t a " u n i t l e v e l " r a t h e r than i n r e l a t i o n to a 
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more "uniform, u n i v e r s a l i s t i c standard". The q u e s t i o n of 
what c o n s t i t u t e s good ad a p t a t i o n comes to depend on 
p a t t e r n s a t the broadest s o c i e t a l l e v e l and the way i n 
which these are a r t i c u l a t e d w i t h i n communities and s o c i a l 
groups. Thus what may be an a c c e p t a b l e l e v e l of 
a d a p t a t i o n f o r one person, (e.g. a 65 y e a r o l d widower) 
w i l l not n e c e s s a r i l y be so f o r another, (e.g. a 20 y e a r 
o l d b a c h e l o r ) . Nonetheless, what the p a t i e n t must l e a r n 
i s to adapt, t h a t i s to accept the l i m i t a t i o n s of h i s or 
her c o n d i t i o n , n e i t h e r o v e r e s t i m a t i n g the l i a b i l i t i e s and 
thus e x h i b i t i n g e x c e s s i v e dependancy, nor u n d e r e s t i m a t i n g 
them by denying or r e b e l l i n g a g a i n s t the c o n d i t i o n . The 
p a t i e n t should l e a r n to manage h i s or her own treatment 
w i t h i n the l i m i t s of what a doctor can p r o p e r l y d e l e g a t e ; 
f o r example, b e h a v i o r a l s k i l l s f o r s e l f medication and 
d i e t , u s i n g p r o s t h e s e s and performing t e s t s of body 
f u n c t i o n . Thus t h i s a n a l y s i s of c h r o n i c i l l n e s s 
a ccords a s u b s t a n t i a l autonomous component to the p a t i e n t , 
who i s not merely a paramedic a c t i n g upon him or h e r s e l f 
under the delegated a u t h o r i t y of the doctor. While i n 
the case of acute i l l n e s s the i n i t i a t i v e and d e c i s i o n 
making a r e i n the doctor's hands, i n the case of c h r o n i c 
i l l n e s s the autonomy n e c e s s a r i l y granted the p a t i e n t has 
the r e s u l t t h a t " n e i t h e r the d o c t o r ' s t e c h n i c a l s k i l l nor 
h i s moral a u t h o r i t y a r e s u f f i c i e n t to ensure the optimum 
f e a s i b l e r e s u l t " (p.170), nor, f o r t h a t matter, the 
continued c o o p e r a t i o n of the p a t i e n t . The a d a p t a t i o n of 
the p a t i e n t must be judged i n s o c i e t a l terms on a v a l u e 
s c a l e o u t s i d e of t h a t n e c e s s a r i l y h e l d by the doctor. 
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W h i l s t c h r o n i c i l l n e s s may have e x i s t e d f o r c e n t u r i e s , and 
may even have been the norm before the r i s e of modern 
s c i e n t i f i c medicine, t e r m i n a l i l l n e s s i s l a r g e l y a 
c r e a t i o n of modern medical s c i e n c e . I t s o c c u r r e n c e 
r e q u i r e s s u r e knowledge both of the f a t a l course of the 
i l l n e s s , and a l s o of the i n e f f e c t i v e n e s s of a v a i l a b l e 
treatment, except i n the c o n t r o l of pain. These a r e 
n e c e s s a r y c o n d i t i o n s f o r the modern "dying r o l e " , (Noyes 
and Clancy, 1977) s o - c a l l e d to c o n t r a s t i t with the " s i c k 
r o l e " . F o l l o w i n g Parsons, Noyes and Clancy w r i t e t h a t 
the s i c k r o l e , 
" . . . i s a c o n s t e l l a t i o n s of e x p e c t a t i o n s i n v o l v i n g both 
r i g h t s and d u t i e s . . . a p a t i e n t i s , f i r s t of a l l , 
exempt from the r e s p o n s i b i l i t i e s of h i s normal s o c i a l 
r o l e . Important b u s i n e s s or s o c i a l o b l i g a t i o n s 
may be broken without f e a r of censure... (The 
p a t i e n t ' s ) second r i g h t i s t h a t of being cared f o r . . . 
The d u t i e s of the s i c k person are twofold as w e l l . 
( F i r s t l y ) because s o c i e t y regards i l l n e s s as an 
u n d e s i r a b l e s t a t e , the p a t i e n t must wish to get 
w e l l . . . Secondly, the s i c k person i s o b l i g a t e d to 
o b t a i n competent help i n an e f f o r t to r e g a i n . . • h e a l t h 
and i s expected to co-operate w i t h the treatment 
p r e s c r i b e d . " 
(Noyes and Clancy; 1977t P.13) 
According to Noyes and Clancy the person i n a dying r o l e 
has r i g h t s s i m i l a r to the s i c k person, but h i s or her 
d u t i e s d i f f e r . F i r s t , i t i s important f o r the dying 
person to d e s i r e to remain a l i v e , u n l e s s s u b j e c t e d to 
e x c e s s i v e s u f f e r i n g or d i s a b i l i t y . 
"He may r e l i n q u i s h u n r e a l i s t i c hope of r e c o v e r y but 
must r e t a i n the ' w i l l to l i v e ' " 
(Noyes and Clancy, 1977; p. 14) 
Second, the dying person t r a n s f e r s h i s or her h e a l t h y 
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s o c i a l r o l e s to o t h e r s on a more permanent b a s i s than i s 
the case w i t h the merely s i c k person. 
"The person who f a i l s to execute a w i l l or p a r t i c i p a t e 
i n d e c i s i o n s r e g a r d i n g the f u t u r e of h i s b u s i n e s s or 
f a m i l y may become an o b j e c t of d i s a p p r o v a l . " 
(Noyes and Clancy, 1977; p . l 4 ) 
T h i r d , 
"the dying person has an o b l i g a t i o n to a v a i l h i m s e l f 
of the n e c e s s a r y supports to l i f e and to co-operate i n 
t h e i r a d m i n i s t r a t i o n . " 
(Noyes and Clancy, 1977; P.14) 
Fourth, the dying person i s expected to accept 
"the c u r t a i l m e n t of freedom and l o s s of p r i v i l e g e s 
imposed by c a r e g i v e r s . " 
(Noyes and Clancy, 1977; p.14) 
And f i n a l l y , and perhaps more c o n t e n t i o u s l y , 
"dependency i s encouraged i n the s i c k r o l e , whereas 
independence, w i t h i n the l i m i t s of an i n d i v i d u a l ' s 
d e c l i n i n g r e s o u r c e s , i s encouraged i n the dying 
r o l e . " 
(Noyes and Clancy, 1977; p. 14) 
Thus the dying r o l e i s proposed as y e t another v a r i a n t of 
the s i c k r o l e . I t i s one i n which the p a t i e n t ' s r i g h t s 
remain the same as those i n the s i c k r o l e , but i n v o l v e a 
d i f f e r e n t s e t of o b l i g a t i o n s . U n l i k e the c h r o n i c or 
impaired r o l e s , but l i k e the s i c k r o l e , the dying r o l e i s 
t r a n s i t o r y . But the t r a n s i t i o n i s not one of r e t u r n i n g to 
nor m a l i t y , but to e x t i n c t i o n . 
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I m p l i c a t i o n s of s i c k r o l e v a r i a n t s f o r the p h y s i c i a n r o l e 
According to Parsons (1951a) the p h y s i c i a n ' s r o l e i s 
p r i m a r i l y c u r a t i v e . I t thus complements the s i c k r o l e 
r a t h e r than the c h r o n i c , impaired or dying r o l e v a r i a n t s . 
Papers d i s c u s s i n g s i c k r o l e v a r i a n t s have considered only 
i n the most c u r s o r y f a s h i o n the i m p l i c a t i o n s f o r the 
p h y s i c i a n r o l e of d i f f e r e n c e s i n the p a t i e n t r o l e . But i f 
the two r o l e s form a r o l e complement and hence "mesh" 
together i n the way suggested by Parsons, and g e n e r a l l y 
assumed i n the l i t e r a t u r e , then each r o l e needs an a l t e r 
r e f l e c t i n g i t s c e n t r a l concerns. Thus G a l l a g h e r (1979) 
i n t i m a t e s t h a t the p h y s i c i a n r o l e must i n some way be 
modified to provide the c h r o n i c a l l y i l l p a t i e n t w i t h 
t u t e l a g e i n a d a p t a t i o n to the c h r o n i c r o l e , but he goes 
no f u r t h e r . The a l t e r n a t i v e to such m o d i f i c a t i o n i s to 
contend t h a t the d o c tor's r o l e does not c a r r y the same 
importance as an a l t e r - r o l e f o r t h e s e v a r i a n t s of the s i c k 
r o l e . That i s the r o l e s no longer c o n s t i t u t e a r o l e 
complement. Noyes and Clancy (1977) accept t h i s r o u t e 
out of the problem and regard treatment aimed a t cure 
of the s i c k r a t h e r than c a r e of the dying as a proper or 
primary r o l e f o r a doctor. The two p a t i e n t r o l e s a r e 
" d e f i n ed by p h y s i c i a n a u t h o r i t y " , and having 
t r a n s f e r r e d a p a t i e n t from the s i c k to the dying r o l e , 
"the doctor no longer holds a p o s i t i o n of 
primary importance i n the person's ca r e , although 
he may o v e r s e e s u p p o r t i v e and p a l l i a t i v e 
t r eatments. S o c i e t y r e s e r v e s the p h y s i c i a n ' s r o l e 
f o r the more important r e s t o r a t i v e f u n c t i o n and, i n 
doing so, j e a l o u s l y guards a g a i n s t i n r o a d s upon 
the p h y s i c i a n ' s time and energy." 
(Noyes and Clancy, 1977; P. 14) 
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T h i s view t h a t the do c t o r ' s r o l e i s p r i m a r i l y 
c u r a t i v e and does not complement the s i t u a t i o n when the 
p a t i e n t i s dying i s widel y h e l d ( c . f . G a r f i e l d , 1978; 
Taubman, 1978; F i t t o n and Acheson, 1979). Thus 
Kiibler-Ross uses i t to e x p l a i n the inadequate c a r e of 
the dying by t r a d i t i o n a l medical i n s t i t u t i o n s , and 
f e e l s i t n e c e s s a r y to urge t h a t "the primary p h y s i c i a n 
does not d e s e r t the p a t i e n t " who i s dying, r e f e r r i n g 
i m p l i c i t y to the temptation to do so "when a p a t i e n t ' s 
c o n d i t i o n cannot g r a t i f y the p h y s i c i a n ' s need to cure, to 
t r e a t , to prolong l i f e . " (Kubler-Ross, 1982; p.25). 
Yet i f t h i s i s the case we must abandon the notion of the 
p h y s i c i a n r o l e as a way of understanding a l a r g e s e t of 
d o c t o r - p a t i e n t behaviours, except to say t h a t any problem 
observed i s a f u n c t i o n of the v i o l a t i o n of the c u r a t i v e 
e t h i c contained w i t h i n the r o l e . Such a p o s i t i o n i s 
c l e a r l y untenable, f o r i t rend e r s the i d e a l t y p i c a l 
r o l e notion i n c a p a b l e of making f u r t h e r p r e d i c t i o n s about 
behaviour, and e x p l a n a t i o n of complex e x p e c t a t i o n s , 
i m p o s s i b l e . 
Few w r i t e r s have considered the p o s s i b i l i t y t h a t the 
doc t o r ' s r o l e may be more v a r i a b l e than the ph y s i c a n r o l e 
d e s c r i b e d by Parsons. As a s t a r t i n g p o i n t i n d i s c u s s i n g 
t h i s p o s s i b i l i t y i t i s worth n o t i n g t h a t a number of 
w r i t e r s p o i n t to Parsons's m e d i c o - c e n t r i c i s m as being a 
core problem w i t h h i s a n a l y s i s . For example, B l o o r and 
Horobin (1975) conclude t h a t "Parsons has merely draped 
d o c t o r s ' assumptions... i n a s o c i o l o g i c a l c l o a k " (p.282). 
-13^-
A f u r t h e r problem i s t h a t not only i s Parsons•s a n a l y s i s 
r e s t r i c t e d to i n d u s t r i a l Western s o c i e t i e s ( H e r z l i c h , 
1973; Haan, 1979). but i t i s a l s o h i s t o r i c a l l y s p e c i f i c . 
The o b s e r v a t i o n s upon which Parsons bases h i s a n a l y s i s of 
the p h y s i c i a n r o l e were made i n American t e a c h i n g 
h o s p i t a l s during the 1940s. Thus Parsons d e s c r i b e d the 
p h y s i c i a n r o l e a t a time and p l a c e when h o s p i t a l medicine 
was approaching i t s z e n i t h , p r i o r to the reemergence of 
ge n e r a l i s m and the h o l i s t i c medicines of the present day. 
S i n c e then i t has never been s e r i o u s l y c o n t e s t e d t h a t the 
p h y s i c i a n i d e a l type i s a major guide to behaviour. But 
r o l e s a re not s t a t i c e n t i t i e s c a s t f o r a l l time and 
p l a y a b l e w i t h only minor s t y l i s t i c v a r i a t i o n . They are 
dynamic guides to behaviour, and open to constant 
e v a l u a t i o n by the audiance and performer. Roles a r e a l s o 
s u b j e c t to change as s o c i e t a l demands a l t e r . Thus r o l e s 
change a t the i n d i v i d u a l l e v e l , e v o l v i n g on a wider s o c i a l 
plane, and to avoid e x t i n c t i o n they must f i t a ni c h e . 
G e n e r a l p r a c t i c e i n the U.K. d u r i n g the 1980s i s a very 
d i f f e r e n t animal to t e a c h i n g h o s p i t a l medicine i n the 
U.S.A. during the 1940s. To c o n t r a s t the d i f f e r e n c e s 
between them i s beyond the scope of t h i s t h e s i s , and the 
re a d e r i s r e f e r r e d to F r e l d s o n (1970a), B r o t h e r s t o n 
(1971), Mechanic (1978) and Armstrong (1982, 1983. 1984) 
f o r an i n t r o d u c t i o n to t h i s a r e a . However, a few words of 
i n t r o d u c t i o n to the h i s t o r y of g e n e r a l p r a c t i c e a re i n 
order. G e n e r a l p r a c t i c e emerged to meet the needs of the 
s o c i a l requirements of the e a r l y n i n e t e e n t h century on the 
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b a s i s of developing s c i e n t i f i c m e d i c a l knowledge, and the 
nascent p r o f e s s i o n . The h i s t o r y of t h i s 
p r o f e s s i o n a l i s a t i o n can be c h a r a c t e r i s e d as a power 
s t r u g g l e between t h r e e o r d e r s of medical p r a c t i t i o n e r s ; 
the p h y s i c i a n s , surgeons, and a p o t h e c a r i e s . T h i s s t r u g g l e 
culminated i n the 1858 Medical Act, the c r e a t i o n of the 
G.M.C. and the u n i f i c a t i o n of the t h r e e c a s t e s i n t o one 
p r o f e s s i o n of r e g i s t e r e d p r a c t i t i o n e r s . But w h i l s t the 
ni n e t e e n t h century h i s t o r y of medicine had a theme of 
u n i f i c a t i o n , t h a t of the t w e n t i e t h has a theme of 
fragmentation (Stevens, 1966). The power base of the 
p r o f e s s i o n c o n s o l i d a t e d i t s p o s i t i o n i n the h o s p i t a l s , 
g e n e r a t i n g an i d e a l type of the p r o f e s s i o n i n the image 
of h o s p i t a l medicine. Thus the medicine of the 
s p e c i a l i s t e x e r t e d c o n t r o l over funds, technology, and 
teac h i n g , w h i l s t the medicine of the g e n e r a l i s t was 
r e l e g a t e d to a s u b s e r v i e n t p o s i t i o n . The c r e a t i o n of the 
N.H.S. i n 19&8 saw g.p.s d i s p l a c e d almost completely from 
the h o s p i t a l s , and the near e x t i n c t i o n of p r a c t i t i o n e r s 
who o f f e r e d comprehensive p a t i e n t c a r e both i n h o s p i t a l 
and a t home, [Berger and Mohr (1976) o f f e r a v i v i d study 
of one such p r a c t i t i o n e r ] . 
More r e c e n t l y g e n e r a l p r a c t i c e has begun to ac h i e v e h i g h e r 
s t a t u s . The c r e a t i o n i n 1955 of the Royal C o l l e g e of 
Gen e r a l P r a c t i t i o n e r s i s one i n d i c a t o r of t h i s p r o g r e s s . 
T h i s i n c r e a s e i n s t a t u s w i t h i n the p r o f e s s i o n has been 
achieved, i n pa r t , by the promotion of the p a r a d o x i c a l 
n o t i o n of ge n e r a l i s m as a s p e c i a l i s m i n i t s own r i g h t . 
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perhaps c u l m i n a t i n g i n the i n t r o d u c t i o n of the mandatory 
requirement f o r g.p.s to pass through V o c a t i o n a l T r a i n i n g 
Schemes ( H a s l e r , 1983). Such schemes are intended to 
teach the s o r t s of s k i l l s needed by g.p.s, s k i l l s v e r y 
d i f f e r e n t to the s o r t r e q u i r e d by and taught i n h o s p i t a l s 
( M e t c a l f e , 1983; H a s l e r , 1983). Thus the p h y s i c i a n i d e a l 
type may r e p r e s e n t the formal c l a i m s and o f f i c i a l l y h e l d 
e x p e c t a t i o n s , of the type of medical man and medical work 
to be found i n t e a c h i n g and r e s e a r c h i n s t i t u t i o n s of 
medicine. These a r e the i d e a l s i n c u l c a t e d i n t o s t u d e n t s 
of medicine (Fox, 1959; L i e f and Fox, 1963; F i e l d , 1976) 
and accepted as i d e a l s by the v a s t m a j o r i t y who work i n 
the r e l a t i v e o b s c u r i t y of everyday p r a t i c e ( F r e i d s o n , 
1970a). The p r o f e s s i o n a l v a l u e s o u t l i n e d by Parsons may 
not be manifest s t r o n g l y or as a whole s e t by g.p.s, but 
they are s t i l l t h e re (Mechanic, 1970; G a m b r i l l , 1973; 
Drinkwater and Roberts, 1978). As a net r e s u l t of the way 
i t has developed, one of the s t r i k i n g f e a t u r e s of g e n e r a l 
p r a c t i c e has been the l a c k of c l e a r cut d e f i n i t i o n of i t s 
purpose and requirements, counterpointed w i t h a 
r e c o g n i t i o n t h a t i t i s c e n t r a l to the N.H.S. ( B r o t h e r s t o n , 
1971; c . f . R.C.G.P., 1972). 
What i s being suggested i s t h a t t h e r e may be a l a c k of 
correspondence between the p h y s i c i a n r o l e and the r o l e of 
the g.p.. Such an i d e a i s not t o t a l l y novel, but has 
normally been expressed i n terms of i n t r a - r o l e c o n f l i c t 
w i t h i n the p h y s i c i a n r o l e . For example, Merton's (1976) 
d i s c u s s i o n of the ambivalence of p h y s i c i a n s i s couched i n 
-137-
these terms. To Merton a r o l e i s a s e t of norms and 
v a l u e s which a r e r e q u i r e d to be i n t e r n a l i s e d by a 
p r o f e s s i o n or s o c i e t y to p r e s c r i b e behaviour. But f o r 
every norm t h e r e i s l i k e l y to be another t h a t i f not 
incompatible, d i f f e r s s u f f i c i e n t l y to make i t d i f f i c u l t to 
l i v e up to both. Merton (1957# 1976) l i s t s 21 such p a i r s 
of norms, although n o t i n g t h i s l i s t i s not e x h a u s t i v e . 
For example; 
" P h y s i c i a n s must have the k i n d of d e t a i l e d knowledge 
th a t o f t e n r e q u i r e s s p e c i a l i z e d education. 
But; They must not become narrowly s p e c i a l i z e d : they 
should be w e l l rounded and broadly educated." 
(Merton, 1976; p.67) 
Thus d o c t o r s e x p e r i e n c e ambivalence i n t h e i r r o l e s because 
u n c l e a r c h o i c e s must be made i n behaviour. What i s more, 
acco r d i n g to Merton, 
"medical s t u d e n t s a r e a l s o being s y s t e m a t i c a l l y 
exposed to p r o f e s s i o n a l v a l u e s and norms that a r e 
probably " h i g h e r " - t h a t i s more e x a c t i n g and 
r i g o r o u s l y d i s i n t e r e s t e d - than those found i n the run 
of medical p r a c t i c e . " 
(Merton, 1976; p. 70) 
T u c k e t t (1976b) a l s o c o n s i d e r s the c o n f l i c t s t h a t a r e 
" i n n a t e " to the s o c i a l r o l e of being a doctor, basing h i s 
a n a l y s i s on the Parsonian i d e a l type. I n p a r t i c u l a r , he 
s t r e s s e s the c o n f l i c t s t h a t a r i s e from the tenet t h a t the 
p h y s i c i a n should put the p a t i e n t f i r s t . For example, which 
p a t i e n t i s to be put f i r s t when i t comes to a l l o c a t i n g 
s c a r c e r e s o u r c e s ? Even when onl y one p a t i e n t i s i n v o l v e d , 
one s t i l l has t o balance the c o n f l i c t s between the 
p a t i e n t ' s p r e s e n t (e.g. a v o i d i n g p a i n ) and long term 
i n t e r e s t s (removing the c a n c e r ) . Thus, argues T u c k e t t , 
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the t e n e t t h a t the p a t i e n t should be put f i r s t i s of 
l i t t l e h e l p to the doctor i n guiding her or h i s behaviour. 
The i d e a l type then i s not a simple and c l e a r guide t o 
behaviour, but open to I n d i v i d u a l i n t e r p r e t a t i o n when 
performing the r o l e . Moreover, i t seems t h a t the 
Parsonian i d e a l t y p i c a l r o l e may not be s u f f i c i e n t when 
attempting to a n a l y s e p r e s e n t day p r a c t i c e , and t h a t o t h e r 
r o l e s must a c t as guides f o r behaviour given t h a t the 
doctor can continue to perform when the s i c k r o l e ( a s 
a l t e r ) does not conform to the i d e a l t y p i c a l r o l e 
complement. 
Summary 
I n t h i s c hapter we have presented an i n t r o d u c t o r y 
d i s c u s s i o n of doctor and p a t i e n t r o l e s steming from 
Parsons's p h y s i c i a n and s i c k r o l e a n a l y s i s . A number of 
c r i t i c i s m s of the s i c k r o l e f o r m u l a t i o n were noted, which 
have given r i s e to v a r i a n t s on the s i c k r o l e being 
forwarded i n r e l a t i o n to s p e c i f i c d i s e a s e e n t i t i e s and 
i l l n e s s t y p e s . P a r t i c u l a r l y p e r t i n e n t a r e the impaired 
r o l e , c h r o n i c r o l e , and dyin£ r o l e , but o t h e r s do e x i s t , 
f o r example, the m e n t a l l y i l l r o l e . Four d i s e a s e 
parameters, d u r a t i o n , prognosis, discomfort and 
d i s a b i l i t y , and s t i g m a t i z a t i o n , a r e I d e n t i f i e d by Fabrega 
and Manning (1972) which may d i s t i n g u i s h between whether 
or not p a t i e n t s w i l l pass through the normally t r a n s i t o r y 
s i c k r o l e p r e s e n t e d by Parsons. S i c k r o l e performance i s 
a l s o a f f e c t e d by where the p a t i e n t i s i l l . T a g l i o c o z z o 
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and Mauksch (1979) r e v e a l , perhaps s u r p r i s i n g l y , t h a t 
h o s p i t a l i s a t i o n p l a c e s demands on a p a t i e n t which c o n f l i c t 
with the demands of the s i c k r o l e . I n s p i t e of such 
demands the p a t i e n t i s s t i l l v i s i b l y s i c k ( i n r o l e t e r m s ) , 
and t h i s goes some way to demonstrating the power of the 
s i c k r o l e to guide behaviour. T h i s point i s connected 
wi t h our r e j e c t i o n of an o f t made c r i t i c i s m of the s i c k 
r o l e , namely t h a t the low correspondence between observed 
behaviour and r o l e d e s c r i p t i o n r e n d e r s the r o l e n otion 
redundant as an e x p l a n a t o r y mechanism. Such an argument 
confuses r o l e qua performance wi t h r o l e qua normative 
e x p e c t a t i o n s . Thus we argue t h a t the r o l e as an i d e a l 
type a c t s to guide behaviour r a t h e r than p r e s c r i b e i t . 
The assumption t h a t the p a t i e n t ' s r o l e forms a r o l e 
complement with the doctor's r o l e i s g e n e r a l l y accepted i n 
the l i t e r a t u r e . Thus i n the t r a d i t i o n a l Parsonian 
formulation the s i c k r o l e complements the p h y s i c i a n r o l e . 
But i n t r o d u c t i o n of v a r i a n t s of the s i c k r o l e i m p l i e s t h a t 
the r o l e of the doctor w i l l a l s o v a r y from the t r a d i t i o n a l 
p h y s i c i a n r o l e . But the i m p l i c a t i o n s f o r the d o c t o r ' s 
r o l e , t h a t v a r i a t i o n i n the r o l e of the p a t i e n t i m p l i e s , 
has r e c e i v e d l i t t l e c o n s i d e r a t i o n i n the l i t e r a t u r e . 
Thus, although the p o s s i b i l i t y of a change i n the 
d o c t or's r o l e i s acknowledged by G a l l a g h e r (1979), t h i s i s 
as f a r as he goes. Noyes and C lancy (1977) on the o ther 
hand, c o n s i d e r t h a t once the p a t i e n t i s dying, the 
p h y s i c i a n ' s r o l e i s no l o n g e r of c e n t r a l importance, or no 
longer meshes to form a r o l e complement. But d o c t o r s 
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continue to see dying p a t i e n t s , and s t i l l have a r o l e to 
P l a y . T h i s then i s to be a c e n t r a l t h r e a d i n t h i s t h e s i s . 
What i s the doctor's r o l e d u r i n g t e r m i n a l c a r e a t home, 
where the p a t i e n t i s dying ( r a t h e r than j u s t becoming 
dead) over an extended p e r i o d of time? Such an a n a l y s i s 
of a s i t u a t i o n i n which a s p e c t s of the p h y s i c i a n i d e a l 
type a r e c l e a r l y v i o l a t e d should then a l s o g i v e us some 
I n s i g h t i n t o the r e l a t i o n s h i p between the i d e a l type and 
the r o l e p l ayed by contemporary g.p.s. 
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CHAPTER U 
Design, methodology and performance of s t u d i e s 
T h i s c h a p t e r c o n s i s t s of 4 s e c t i o n s and d e s c r i b e s the 
core r e s e a r c h methodologies used i n the s t u d i e s r e p o r t e d 
i n t h i s t h e s i s . The f i r s t s e c t i o n c o n s i s t s of a b r i e f 
i n t r o d u c t i o n to the c e n t r a l r e s e a r c h technique used, the 
i n t e r v i e w , and a d i s c u s s i o n of p r a c t i c a l and t h e o r e t i c a l 
i s s u e s i n v o l v e d i n i n t e r v i e w i n g g.p.s and s e r i o u s l y i l l 
p a t i e n t s . The second s e c t i o n r e p o r t s a p i l o t study, the 
aim of which was to a i d i n the development of the 
i n t e r v i e w s c h e d u l e s used i n t h i s r e s e a r c h . We then t u r n 
to the r e s e a r c h per se, and the t h i r d s e c t i o n d e s c r i b e s 
the design of Study 1. I n the f i n a l s e c t i o n we c o n s i d e r 
the a n a l y t i c a l procedures used i n the a n a l y s i s of the 
i n t e r v i e w data. 
I n t e r v i e w i n g ; Some I n t r o d u c t o r y Remarks. 
The r e s e a r c h i n t e r v i e w has f o r many y e a r s provided one of 
the main s o u r c e s of data f o r s o c i a l - p s y c h o l o g y and 
s o c i o l o g y (Brenner, 1981; Brenner, Brown and Canter, 
1985). A r e s e a r c h i n t e r v i e w has been d e f i n e d as a speech 
event (Hymes, 1962) i n which one person e x t r a c t s 
i n f o r m a t i o n from another (Labov and Fan c h e l , 1977) and as 
such can be seen to be a goal o r i e n t a t e d c o n v e r s a t i o n 
( A l l e n and Guy, 1974). The r e s e a r c h i n t e r v i e w i s 
d e l i n e a t e d by a s e t of boundaries, which Si l v e r m a n (1973) 
e x p l i c a t e s i n h i s l i s t of d e f i n i t i v e f e a t u r e s of the 
i n t e r v i e w as: 
# , ( i ) A s e r i e s of que s t i o n s and answers, i n which ( i i ) 
answers a r e taken to stand f o r u n d e r l y i n g p a t t e r n s 
r e l e v a n t to f u t u r e d e c i s i o n s r a t h e r than the 
pre s e n t t a l k . . . w h i l e q u e s t i o n s w i l l be read as 
se e k i n g to e l i c i t what " l i e s behind" the t a l k o f the 
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respondent... ( i i i ) except where i t has been 
s p e c i f i c a l l y arranged as o f f - t h e - r e c o r d . 
i n t e r v i e w - t a l k i s known to be on-the-record.... ( b u t ) 
answers a r e " c o n f i d e n t i a l " or " f o r s t a t i s t i c a l 
purposes only"... ( i v ) q u e s t i o n s provided by one 
person, or s e t of persons and the t a l k of some ot h e r 
person i s to be seen as answ e r s - t o - q u e s t i o n s , and 
where ( v ) one person ("the i n t e r v i e w e r " ) i s alone 
l e g i t i m a t e l y r e s p o n s i b l e f o r doing the beginning and 
ending of the i n t e r a c t i o n , f o r i n t r o d u c i n g new 
t o p i c s and ending e x i s t i n g ones and f o r f o r m u l a t i n g 
the t a l k . . . T h i s a l l o w s the i n t e r v i e w e r to pl a n the 
o r d e r i n g of h i s que s t i o n s w i t h the aim of e l i c i t i n g 
more a c c u r a t e l y the un d e r l y i n g p a t t e r n . . . ( v i ) w h i l e , 
as i n a l l t a l k , Judgement about meanings a r e made 
p a r t l y on the b a s i s of the sequencing of u t t e r a n c e s , 
i n an i n t e r v i e w t h i s sequencing i s attended to as 
r o u t i n e l y a managed product of one t a l k e r ( t h e 
i n t e r v i e w e r ) . . . ( v i i ) members att e n d to a p r e d i c t e d or 
known r e p o r t of the i n t e r v i e w e r ("the o f f i c i a l 
outcome") as p r o v i d i n g grounds f o r re a d i n g the sen s e 
of what occured." 
(Silverman, 1973; PP. 38-/15) 
As i s c l e a r from t h i s quotation an i n t e r v i e w i s a 
s t r u c t u r e d c o n v e r s a t i o n . But the degree of p r e a s s i g n e d 
s t r u c t u r e can d i f f e r g r e a t l y between d i f f e r e n t forms of 
i n t e r v i e w , and approaches to i n t e r v i e w i n g spread a c r o s s a 
spectrum from " c a s u a l i n f o r m a l " i n t e r v i e w s to " s t r u c t u r e d 
f o r m a l " i n t e r v i e w s . The l a t t e r , t r a d i t i o n a l , approach 
views the i n t e r v i e w as a measurement technique. Such an 
approach s t r e s s e s the d e s i r a b i l i t y of " s o c i a l l y s t e r i l e " 
c o n d i t i o n s , to minimise the b i a s i n t r o d u c e d i n the 
r e c o r d i n g of the " f a c t s " e l i c i t e d ( C a n n e l l and Kahn, 1968; 
Moser and Kalton, 1975). I n t h i s t r a d i t i o n i n t e r v i e w s 
c o n s i s t of a p r e s c r i b e d s e t of q u e s t i o n s to be asked 
ve r b a t i m i n a s p e c i f i e d order. Such q u e s t i o n s a r e 
normally " c l o s e d " , and designed to e l i c i t unambiguous 
answers, such as "yes", "no", or some ot h e r c a t e g o r i c a l 
answer d e f i n e d i n the response s e t of the i n t e r v i e w . 
At the o t h e r end of the spectrum t h e r e i s an approach 
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w h i c h h a s been dubbed t h e n o n - d i r e c t i v e , d e p t h o r 
n o n-guided i n t e r v i e w . I n s u c h i n t e r v i e w s , t h e i n t e r v i e w e r 
does n o t e x e r c i s e t h e same d e g r e e o f r i g i d c o n t r o l o v e r 
t h e s i t u a t i o n a s i n t h e f o r m a l i n t e r v i e w . The t a s k 
o r i e n t a t i o n r e m a i n s , and t h e i n f o r m a n t i s e n c o u r a g e d t o 
t a l k about t h e s u b j e c t under i n v e s t i g a t i o n . But t h e r e 
a r e no s e t q u e s t i o n s and o f t e n no p r e d e t e r m i n e d 
framework. The i n t e r v i e w e r c o n f i n e s h i m s e l f o r h e r s e l f 
t o e l u c i d a t i o n o f d o u b t f u l p o i n t s and g e n e r a l p r o b i n g . 
The most r a d i c a l v e r s i o n o f s u c h i n t e r v i e w s a r e t h e 
" c a s u a l " o r " c o n v e r s a t i o n a l " i n t e r v i e w s . Here, t h e 
i n t e r v i e w i s m e r e l y a c o n v e r s a t i o n w i t h r e s p o n d e n t s , i n 
w h i c h t h e i n t e r v i e w o r t a s k n a t u r e o f t h e c o n v e r s a t i o n i s 
not even made e x p l i c i t t o t h e r e s p o n d e n t ( Z w e i g , 19&8). 
C l e a r l y s u c h d i v e r s e forms o f i n t e r v i e w form t h e b a s i s f o r 
t h e g e n e r a t i o n o f v e r y d i f f e r e n t s o r t s o f d a t a and a r e 
a p p l i c a b l e t o d i f f e r e n t r e s e a r c h p r o b l e m s . The s t r u c t u r e d 
f o r m a l i n t e r v i e w i s a p p l i c a b l e f o r s u r v e y i n t e r v i e w i n g o f 
l a r g e s a m p l e s , where f o r example t h e a t t i t u d e s o f a 
p o p u l a t i o n a r e o f i n t e r e s t . S u c h i n t e r v i e w s p r e s u p p o s e a 
p r e v i o u s l y t h o r o u g h l y r e s e a r c h e d a r e a , about w h i c h t h e r e 
i s c o n s i d e r a b l e i n f o r m a t i o n t o p e r m i t t h e c l e a r 
d e l i n e a t i o n o f problems t o be a n s w e r e d . E x t e n s i v e 
p i l o t i n g o f i n t e r v i e w s i s r e q u i r e d t o a v o i d t h e b i a s t h a t 
may be i n t r o d u c e d by i m p o s i n g a r t i f i c i a l c o n s t r a i n t s on 
r e s p o n s e s a nd/or a s k i n g i r r e l e v e n t q u e s t i o n s (Moser and 
K a l t o n , 19755 B r e n n e r , 1 9 8 5 a ) . The u n s t r u c t u r e d f o r m a t 
p e r m i t s g r e a t e r s c o p e i n t h e i n t e r v i e w , and a l l o w s t h e 
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r e s e a r c h e r t o " d i g d e e p e r " , w i t h o u t i m p o s i n g 
p r e c o n c e p t i o n s about an o b j e c t o f r e s e a r c h o n t o t h e d a t a . 
B u t u n s t r u c t u r e d i n t e r v i e w i n g c a n s u f f e r from p r o b l e m s 
when i t comes t o c o m p a r i n g i n d e p e n d e n t i n t e r v i e w s , s i n c e 
t h e s u b j e c t m a t t e r may be s o d i s p e r a t e . On t h e o t h e r 
hand, a s even a d v o c a t e s of f o r m a l i n t e r v i e w t e c h n i q u e s 
p o i n t o u t , 
" f o r m a l i n t e r v i e w i n g may l i m i t t h e i n v e s t i g a t i o n t o 
t o o s u p e r f i c i a l a l e v e l t o be a p p r o p r i a t e . A method 
t h a t i s s u i t a b l e f o r a s c e r t a i n i n g a p e r s o n ' s age i s 
n o t n e c e s s a r i l y t h e b e s t f o r d i s c o v e r i n g t h e s t r u c t u r e 
o f h i s a t t i t u d e s t o h o m o s e x u a l i t y . " 
(Moser and K a l t o n , 1975s p.299) 
Between t h e two e x t r e m e s o f f o r m a l and c a s u a l i n t e r v i e w s 
l i e s t h e p o s s i b i l i t y o f i n f o r m a l s e m i - s t r u c t u r e d 
i n t e r v i e w s . I n t h i s a p p r o a c h a l t h o u g h t h e r e i s a 
p r e a r r a n g e d s e t o f q u e s t i o n s t o be a s k e d , t h e r i g i d i t y o f 
f o r m a l i n t e r v i e w i n g i s d i s p e n s e d w i t h i n f a v o u r o f 
f l e x i b i l i t y t o i n d i v i d u a l s i t u a t i o n s . The i n t e r v i e w 
c o n s i s t s o f open-ended q u e s t i o n s t o be a n s w e r e d i n t h e 
r e s p o n d e n t ' s own words. The w o r d i n g o f q u e s t i o n s i s 
d e s i g n a t e d p r i o r t o t h e i n t e r v i e w and a d h e r e d t o a s 
c l o s e l y a s i s p o s s i b l e and a p p r o p r i a t e by t h e i n t e r v i e w e r . 
The q u e s t i o n s a r e o r g a n i s e d i n an o r d e r t o be f o l l o w e d 
d u r i n g t h e i n t e r v i e w and a s s u c h t h e o r d e r i s a t l e a s t i n 
p a r t s p e c i f i e d by t h e l o g i c o f t h e i n t e r v i e w ' s s u b j e c t 
m a t t e r . Such p r i o r o r d e r i n g and w o r d i n g o f q u e s t i o n s c a n 
a l s o be u s e d a s a " f u n n e l " , t o d i r e c t t h e r e s p o n d e n t from 
g e n e r a l i s s u e s t o more s p e c i f i c o n e s . T h i s o f f e r s t h e 
p o s s i b i l i t y o f s u b t l y d i r e c t i n g an i n t e r v i e w t o w a r d s an 
i s s u e w i t h o u t n e c e s a r i l y r e v e a l i n g t h a t t h i s i s t h e 
c e n t r a l i s s u e s o f i n t e r e s t t o t h e r e s e a r c h e r . I n s u c h a 
way i t i s p o s s i b l e t o g e n e r a t e i n t e r v i e w s w h i c h r e f l e c t 
r e s p o n d e n t s ' p e r s p e c t i v e s b u t a r e a l s o p e r m i t c o m p a r i s o n 
a c r o s s r e s p o n d e n t s , but w i t h o u t n e c e s s a r i l y a s k i n g v e r y 
d i r e c t q u e s t i o n s . 
The v a l u e o f d a t a d e r i v e d from i n t e r v i e w s , however, h a s 
been q u e s t i o n e d from a number o f n o r m a l l y a n t a g o n i s t i c 
p e r s p e c t i v e s : i n t e r a c t i o n i s m , ethnomethodology and 
p o s i t i v i s t i c e x p e r i m e n t a l i s m . The c e n t r a l c r i t i q u e o f 
t h e i n t e r v i e w a s a r e s e a r c h methodology l e v e l e d from t h e s e 
p e r s p e c t i v e s i s , a s Hammersley and A t k i n s o n ( 1 9 8 3 ) p o i n t 
o u t , t h a t t h e b e s t k i n d o f d a t a a r e somehow "untouched by 
human ha n d s " - n e u t r a l , u n b i a s e d and r e p r e s e n t a t i v e . Thus 
i n t h e v i e w o f a l l o f t h e s e p e r s p e c t i v e s t h e i n t e r v i e w i s 
an a r t i f i c i a l s e t t i n g w h i c h b i a s e s d a t a . T h e r e f o r e i t i s 
p r e f e r — a b l e t o e i t h e r c o n c e n t r a t e on n a t u r a l l y o c c u r i n g 
s e t t i n g s i n wh i c h b e h a v i o u r c a n be o b s e r v e d o r t o s e t up 
q u a s i - n a t u r a l s e t t i n g s i n w h i c h v a r i a b l e s may be 
m a n i p u l a t e d i n o r d e r t o o b s e r v e " n a t u r a l " b e h a v i o u r a s an 
outcome o f d e f i n a b l e c a u s a t i o n . I n e s s e n c e t h e n s u c h 
a p p r o a c h e s e m p h a s i s b e h a v i o u r a r g u i n g t h a t r e p o r t s o f 
b e h a v i o u r a r e too i n d i r e c t t o be v a l i d . But a s was 
p o i n t e d o u t i n C h a p t e r 3, b e h a v i o u r i s t h e u l t i m a t e 
v a r i a b l e f o r r o l e t h e o r y a n a l y s e s . Thus e x p l a n a t i o n o f 
b e h a v i o u r , a t l e a s t i n p a r t , r e q u i r e s a n a l y s i s o f t h e 
r e a s o n s and i n t e n t i o n s ( o r j u s t i f i c a t i o n s ) u n d e r l y i n g t h a t 
b e h a v i o u r . As s u c h we c a n t r e a t i n t e r v i e w d a t a a s 
" a c c o u n t s " , a l t h o u g h i n t h i s s t u d y t h e n e g o t i a t i o n p r o c e s s 
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i m p l i e d by H a r r e and S e c o r d ( 1 9 7 6 ) f o r a c c o u n t c o l l e c t i o n 
i s n o t r i g o - r o u s l y f o l l o w e d . U n l i k e many o t h e r s t u d i e s 
( c . f . C h a p t e r 2 ) we do not assume t h a t g.p.s' a c c o u n t s 
more a c c u r a t e l y r e f l e c t s t a t e s o f a f f a i r s , t h a n p a t i e n t s ' 
v e r s i o n s . Nor do we assume l i k e D e n z i n ( 1 9 7 0 ) t h a t 
agreement between d i f f e r e n t r e s p o n d e n t s i s n e c e s s a r i l y 
good e v i d e n c e t h a t t h e d e s c r i b e d s t a t e o f a f f a i r s 
r e p r e s e n t s some o b j e c t i v e f a c t . A l t h o u g h t h e agreement 
between d i f f e r e n t r e s p o n d e n t s may i n d i c a t e t h a t t h e 
d e s c i p t i o n i s one t h a t i s v a l i d i t i s s a f e r t o a c c e p t t h e 
p o s i t i o n o f w o r k e r s s u c h a s Hammersley and A t k i n s o n ( 1 9 6 3 ) 
t h a t a c c o u n t s d i s p l a y t h e p e r s p e c t i v e s o f g r o u p s . 
Thus when d i f f e r e n t a c c o u n t s a g r e e , we t a k e t h i s a s 
agreement i n p e r s p e c t i v e r a t h e r t h a n i n d i c a t i n g a f a c t . 
I n t h i s v e i n we c l e a r l y a c c e p t G a r f i n k e l ' s ( 1 9 6 7 ) 
argu-ment t h a t a c c o u n t s a r e p a r t o f t h e w o r l d t h e y 
r e p r e s e n t . Thus w h i l e we a c c e p t t h a t agreement i s t o 
some e x t e n t e v i d e n c e o f v a l i d i t y , we r e c o g n i s e t h a t t h e 
v a l i d i t y r e m a i n s p r o b l e m a t i c a s i t does w i t h most s o c i a l 
p s y c h o l o g i c a l and s o c i o l o g i c a l a n a l y s e s ( G i d d e n s , 1 9 7 9 ) . 
I s s u e s i n v o l v e d i n i n t e r v i e w i n g g.p.s and t e r m i n a l l y i l l 
p a t i e n t s . Two i s s u e s a r e p a r t i c u l a r l y p e r t i n e n t f o r 
i n t e r v i e w s w i t h g.p.s and t e r m i n a l l y i l l p a t i e n t s , a c c e s s 
and d i s t r e s s . The s o r t s o f p r o b l e m e n c o u n t e r e d w i t h 
g.p.s a r e s i m i l a r t o t h o s e met i n any a t t e m p t t o r e s e a r c h 
a h i g h s t a t u s group ( D e x t e r , 1 9 7 0 ) . I n a d d i t i o n g.p.s may 
be r e l u c t a n t t o t a k e p a r t i n a study i n w h i c h t h e y a r e 
t h e m s e l v e s s u b j e c t s , s e e i n g t h i s a s an a u d i t o f t h e i r 
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p e r s o n a l p e r f o r m a n c e . However, an i d e a l i m p l a n t e d a t 
m e d i c a l s c h o o l i s t h a t , a s s c i e n t i s t s , d o c t o r s s h o u l d t a k e 
p a r t i n , o r c o o p e r a t e w i t h , t h e s c i e n t i f i c p r o j e c t t o 
a d v a n c e m e d i c a l knowledge ( G e n e r a l M e d i c a l C o u n c i l , 1 9 8 0 ) . 
Thus i n o r d e r t o g a i n a c c e s s to g.p.s we e m p h a s i s e d t h e 
p a t i e n t a s o b j e c t o f s t u d y . T h i s c o u r s e a p p e a r s t o have 
been e f f e c t i v e i n s e c u r i n g c o o p e r a t i o n . I t may a l s o have 
had a n o t h e r e f f e c t . As we s h a l l s e e , s i n c e t h e y a c c e p t e d 
t h e p a t i e n t t o be t h e c e n t r a l o b j e c t o f s t u d y , many g.p.s 
spoke c o n f i d i n g l y t o t h e i n t e r v i e w e r . Thus i t i s p o s s i b l e 
t h a t t h e d e s i g n r e d u c e d t h e amount o f s e l f m o n i t o r i n g o f 
t h e i r d i s c l o s u r e s p r a c t i c e d by t h e g.p.s, t h a n i f t h e y had 
s e e n t h e m s e l v e s a s s u b j e c t s . The s e c o n d problem o f 
i m p o r t c e n t r e s more on p a t i e n t i n t e r v i e w s , t h a t i s how t o 
i n t e r v i e w p a t i e n t s about s u c h an u p s e t t i n g i s s u e a s t h e i r 
own t e r m i n a l i l l n e s s e s . T h i s problem i s compounded, 
s i n c e we wanted t o i n v e s t i g a t e p a t i e n t s who d i d not know 
about t h e n a t u r e o f t h e i r i l l n e s s e s a s w e l l a s t h o s e who 
d i d . C l e a r l y , t h e s t u d y c o u l d not be d e s c r i b e d t o 
p a t i e n t s a s one o f t e r m i n a l i l l n e s s o r c a n c e r . But t h e 
d e s i g n o f t h e s t u d y p e r m i t t e d us to d e s c r i b e i t a s one o f 
c h r o n i c i l l n e s s , w i t h o u t a c t u a l l y b e i n g u n t r u t h f u l . 
B e c a u s e o f t h e n a t u r e o f t h e s a m p l e s and t h e i l l n e s s e s 
u nder c o n s i d e r a t i o n i n t e r v i e w q u e s t i o n s had t o a v o i d 
b l u n t n e s s . Thus t h e y were d e s i g n e d t o open up t h e 
p o s s i b i l i t y o f d i s c u s s i o n about c a n c e r , w i t h o u t 
m e n t i o n i n g i t , o r demanding s u c h d i s c u s s i o n . I n p r a c t i c e 
i t d i d t u r n o u t t h a t a s k i n g g e n e r a l q u e s t i o n s d i d a f f o r d 
t h e p o s s i b i l i t y t o p a t i e n t s t o answer them more 
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s p e c i f i c a l l y . 
D e s i g n o f I n t e r v i e w s 
The i n t e r v i e w t e c h n i q u e u s e d i n t h e s e s t u d i e s c a n be 
b r o a d l y d e s c r i b e d a s a s e m i - s t r u c t u r e d i n f o r m a l i n t e r v i e w . 
Q u e s t i o n s were d e s i g n e d t o t a k e i n t o a c c o u n t t h e f a c t o r s 
o f a c c e s s i b i l i t y , c o g n i t i o n and m o t i v a t i o n ( C a n n e l l and 
Kahn, 1 9 6 8 ) . The i n t e r v i e w f o l l o w e d a " f u n n e l " f o r m a t 
i n w h i c h , a f t e r an i n i t i a l p h a s e o f i n t r o d u c t o r y r e m a r k s 
and s t r a i g h t f o r w a r d demographic q u e s t i o n s t o i n t r o d u c e t h e 
r e s p o n d e n t t o t h e " i n t e r v i e w e e r o l e " , t h e q u e s t i o n s moved 
from t h e g e n e r a l t o t h e s p e c i f i c . S i n c e r e s p o n d e n t s were 
p e r m i t t e d t o t a l k i n t h e i r own words a n s w e r i n g a s f u l l y a s 
t h e y saw f i t , on o c c a s i o n i n t e r v i e w q u e s t i o n s o r t o p i c s 
can be c o v e r e d s p o n t a n e o u s l y by t h e i n t e r v i e w e e . On s u c h 
o c c a s i o n s t h e i n t e r v i e w e r p e r m i t s , and even e n c o u r a g e s t h e 
r e s p o n d e n t , by a s k i n g q u e s t i o n s r e l e v e n t t o t h e t o p i c 
and/or p r o b i n g a s a p p l i c a b l e so t h a t t h e t o p i c a r e a was 
f u l l y e x p l o r e d i n t h e way r e q u i r e d by t h e s c h e d u l e . Once 
t h i s t o p i c was e x h a u s t e d t h e t o p i c under p r e v i o u s 
d i s c u s s i o n would be r e t u r n e d t o i f t h e q u e s t i o n s had n o t 
been c o m p l e t e d . I n many ways i t i s t h u s b e s t t o 
c o n c e p t u a l i s e t h e p r e s e n t i n t e r v i e w a s a s e t o f t o p i c s 
e a c h t o be e x p l o r e d u s i n g t h e i n t e r v i e w s c h e d u l e a s a 
prompt o r g u i d e t o e n s u r e t h a t e a c h t o p i c i s c o v e r e d . 
S i n c e t h e s c h e d u l e f o l l o w e d a l o g i c r e f l e c t i n g t h e n a t u r a l 
h i s t o r y o f i l l n e s s e v e n t s t h e o r d e r o f t o p i c s was o f t e n 
but n o t i n e v i t a b l y f o l l o w e d when t h e p a t i e n t was 
s p o n t a n e o u s l y g i v i n g a n s w e r s t o u n v o i c e d q u e s t i o n s . 
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P i l o t S t u d y 
The p i l o t s t u d y was c a r r i e d o u t t o f u l f i l l two o b j e c t i v e s . 
The f i r s t o f t h e s e was t h e s t a n d a r d need t o p i l o t t h e 
p r o p o s e d i n t e r v i e w s c h e d u l e s i n o r d e r t o i d e n t i f y and 
r e c t i f y any m a j o r problems i n t h e s c h e d u l e s . The s e c o n d 
was t o g i v e t h e r e s e a r c h e r e x p e r i e n c e i n i n t e r v i e w i n g 
m e d i c a l p e r s o n n e l and some i n d i c a t i o n o f what i t i s l i k e 
t o i n t e r v i e w p a t i e n t s . On t h e b a s i s o f t h e o b j e c t i v e s , 
p r o p o s e d d e s i g n , and e t h i c a l c o n s t r a i n t s imposed on o u r 
s t u d i e s ( s e e r e s e a r c h p r o t o c o l s , Appendix 1 ) , 3 
p r o v i s i o n a l i n t e r v i e w s c h e d u l e s were drawn up. The 
s c h e d u l e s and format w i l l n o t be d e s c r i b e d h e r e , b u t 
r e s e m b l e d t h o s e e v e n t u a l l y adopted. T h e s e i n t e r v i e w 
s c h e d u l e s were t h e n t e s t e d on two g r o u p s . 
Group 1: D o c t o r s F o u r d o c t o r s , a c q u a i n t a n c e s o f t h e 
r e s e a r c h e r , were approached. The d e s i g n and o b j e c t i v e s o f 
t h e s t u d y were d e s c r i b e d and t h e i r c o - o p e r a t i o n s e c u r e d . 
T h r e e o f t h e d o c t o r s were f e m a l e , 1 male. At t h e t i m e , 
none were w o r k i n g f u l l t i m e i n g e n e r a l p r a c t i c e . However, 
one was a g.p. t r a i n e e , one d e p u t i s e d f o r l o c a l g.p.s 
p a r t t i m e a s w e l l a s w o r k i n g p a r t t i m e i n a l o c a l 
h o s p i t a l , one was a h o u s e o f f i c e r (S.H.O.) i n a l o c a l 
t e a c h i n g h o s p i t a l , and one a community p h y s i c i a n . T h e i r 
mean age was 27.25 y e a r s and t h e y had been q u a l i f i e d f o r 
between 1 and 5 y e a r s . The k d o c t o r s w e r e i n t e r v i e w e d 
e i t h e r i n t h e i r own homes o r p l a c e o f work. The 
r e s e a r c h e r u s e d t h e p r o v i s i o n a l i n t e r v i e w s c h e d u l e s , 
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f o l l o w i n g t h e p r o p o s e d i n t e r v i e w i n g f ormat a s c l o s e l y a s 
p o s s i b l e . At t h e b e g i n n i n g o f t h e i n t e r v i e w , 
r e s p o n d e n t s were a s k e d to answer q u e s t i o n s a s i f t h e y 
were a t p r e s e n t w o r k i n g i n f u l l t ime g e n e r a l p r a c t i c e , but 
t o b a s e a n s w e r s on e x p e r i e n c e . They were a l s o a s k e d t o 
comment on q u e s t i o n s a s t h e y saw f i t , and t o s u g g e s t 
q u e s t i o n s t h e y f e l t s h o u l d be i n c l u d e d o r r e p h r a s e d . At 
t h e end o f t h e i n t e r v i e w , r e s p o n d e n t s were e n c o u r a g e d t o 
g e n e r a l l y d i s c u s s t h e i n t e r v i e w and t o v o i c e any 
c r i t i c i s m s . A l l i n t e r v i e w s and d i s c u s s i o n s were 
a u d i o - r e c o r d e d . 
Group 2; R o l e p l a y " p a t i e n t s " A l t h o u g h r o l e p l a y 
m e t h o d o l o g i e s have been c r i t i c i s e d on a number o f grounds 
( M i l l e r , 1 9 7 2 ) , i t was d e c i d e d t h a t t h i s p r e s e n t e d t h e 
o n l y f e a s i b l e method f o r t h e development phase o f t h e 
p r e s e n t r e s e a r c h . F o u r v o l u n t e e r s u b j e c t s (2 male, 2 
f e m a l e ; mean age 24.5 y e a r s ) took p a r t i n a r o l e p l a y 
e x e r c i s e (Kelman 19 6 7 ) t d e s i g n e d t o a i d i n t h e development 
of p a t i e n t i n t e r v i e w s . The d e s i g n and p u r p o s e o f t h e 
s t u d y was e x p l a i n e d t o e a c h s u b j e c t . E a c h p a r t i c i p a n t 
was t h e n a l l o c a t e d a t random t o p l a y one o f t h e U r o l e s 
w h i l e b e i n g i n t e r v i e w e d . The r o l e s were e x p l a i n e d on 
i n s t r u c t i o n s h e e t s , w h i c h were g i v e n " b l i n d " t o t h e 
p a r t i c i p a n t s . E a c h p a r t i c i p a n t t h u s r e c e i v e d an 
i n s t r u c t i o n s h e e t c o n s i s t i n g o f a s t a n d a r d i n t r o d u c t o r y 
p a r a g r a p h p l u s one o f t h e s p e c i f i c " p a t i e n t " r o l e s ( T a b l e 
0 1 ) . A l l i n t e r v i e w s were a u d i o - r e c o r d e d . At t h e 
end o f t h e i n t e r v i e w a d i s c u s s i o n o f t h e i n t e r v i e w t o o k 
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p l a c e i n w h i c h p a r t i c i p a n t s were e n c o u r a g e d t o v o i c e t h e i r 
i m p r e s s i o n s of t h e i n t e r v i e w t a s k . 
T a b l e 4.01 
R o l e P l a y I n s t r u c t i o n s 
D u r i n g t h e i n t e r v i e w you a r e t o p l a y t h e p a r t o f a 
p a t i e n t , who r e c e i v e d m a j o r c h e s t s u r g e r y 6 
months ago. A f t e r a p e r i o d o f h o s p i t a l t r e a t m e n t , 
w h i c h i n c l u d e d t h e o p e r a t i o n , you were r e l e a s e d from 
h o s p i t a l and r e t u r n e d home. You a r e now f e e l i n g 
u n w e l l a g a i n and y o u r g e n e r a l p r a c t i t i o n e r i s coming 
t o s e e you r e g u l a r l y . However you a l s o s -
R o l e 1: 
know t h a t t h e o p e r a t i o n you had was f o r l u n g 
c a n c e r , t h a t i t was not a c o m p l e t e s u c c e s s and t h a t 
you a r e not e x p e c t e d t o l i v e more t h a n a y e a r . 
R o l e 2s 
s u s p e c t t h a t t h e o p e r a t i o n was f o r l u n g c a n c e r , t h a t 
i t was not a c o m p l e t e s u c c e s s and t h a t you a r e not 
e x p e c t e d t o s u r v i v e . However you have n e v e r been t o l d . 
R o l e 3s 
have no i d e a what was wrong o r why you had t h e 
o p e r a t i o n , e x c e p t t h a t you needed t o have i t , but you 
have n e v e r d a r e d a s k about i t . 
R o l e 4s 
know t h a t you have a b r o n c h i t i c c o n d i t i o n w h i c h w i l l 
t a k e some ti m e t o c l e a r up, but t h a t e v e n t u a l l y i t 
w i l l be c u r e d and you w i l l be w e l l a g a i n . 
D i s c u s s i o n of p i l o t i n t e r v i e w s 
I n t e r v i e w r e c o r d i n g s were n o t s u b j e c t e d t o a f o r m a l 
a n a l y s i s , but were r e v i e w e d a number o f t i m e s and 
s y s t e m a t i c n o t e s were made. From t h i s r e v i e w p r o c e s s 2 
t h i n g s were c l e a r . F i r s t , t h e d o c t o r s had l i t t l e 
d i f f i c u l t y i n a n s w e r i n g any o f t h e q u e s t i o n s , e i t h e r by 
r e f e r r i n g t o t h e i r own e x p e r i e n c e o r t o t h e i r e x p e c t a t i o n s 
b a s e d on t r a i n i n g . C e r t a i n q u e s t i o n s were o b v i o u s l y 
r e d u n d a n t and o t h e r s needed r e p h r a s i n g . Second, t h e 
• • p a t i e n t s " had g r e a t d i f f i c u l t y i n c o m p l e t i n g t h e t a s k . 
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They were n o t s u f f i c i e n t l y a c q u a i n t e d w i t h t h e r o l e o f t h e 
s e r i o u s l y i l l p a t i e n t t o o f f e r more t h a n s t e r e o t y p i c a l 
r e s p o n s e s o f t h e "soap o p e r a " g e n r e . They a l l had 
p a r t i c u l a r d i f f i c u l t y i n r e p o r t i n g symptoms and 
t r e a t m e n t s . But more i m p o r t a n t l y f o r t h e p u r p o s e s o f t h e 
s t u d y , t h e y a l l found i t h a r d t o d e s c r i b e t h e i r 
r e l a t i o n s h i p w i t h t h e i r g.p., s i n c e o n l y one f e m a l e saw 
t h e g.p. w i t h any r e g u l a r i t y . None o f t h e k s u b j e c t s 
were s u f f i c i e n t l y s k i l l e d a c t o r s / a c t r e s s e s t o s u c c e e d a t 
a t t e m p t s t o a c t i n what t h e y f e l t was an a f f e c t i v e l y 
a p p r o p r i a t e manner. Thus a t t e m p t s t o a c t i n , f o r 
example, an a n x i o u s manner r e s u l t e d i n embarrasment, 
l a u g h t e r e t c . A l l U e x p r e s s e d t h e o p i n i o n t h a t t h e 
i n t e r v i e w was a " p o i n t l e s s e x e r c i s e " a t some p o i n t * 
I t was t h u s c o n c l u d e d t h a t t h e r o l e p l a y e x e r c i s e was t o o 
a r t i f i c i a l and r e q u i r e d t h a t t h e p l a y e r e n t e r a r o l e t o o 
d i v o r c e d from h i s o r h e r own e x p e r i e n c e t o y i e l d any 
u s e f u l i n f o r m a t i o n f o r o u r p u r p o s e s . T h i s c o n c l u s i o n i s 
i n l i n e w i t h c r i t i c i s m s o f t h e t e c h n i q u e l e v i e d by a 
number o f w r i t e r s ( e . g . Freedman, 1 9 6 9 ) • The 
p o s s i b i l i t y o f t r a i n i n g p l a y e r s more f u l l y i n t o t h e r o l e 
was c o n s i d e r e d . T h i s a p p r o a c h K r e j e c t e d on t h e grounds 
t h a t t r a i n i n g would r e n d e r any r e s u l t s even more 
a r t i f i c i a l t h a n t h e above e x e r c i s e . Moreover, s i n c e 
s u b j e c t s would be t r a i n e d a c c o r d i n g t o t h e p r e o c c u p a t i o n s 
and e x p e c t a t i o n s o f t h e r e s e a r c h e r h i m s e l f , t h i s would 
i n e v i t a b l y i n t r o d u c e a h i g h d e g r e e o f b i a s (Aronson and 
C a r l s m i t h , 1 9 6 8 ) . 
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On t h e b a s i s o f t h e i n t e r v i e w s w i t h t h e d o c t o r s , i n t e r v i e w 
s c h e d u l e s f o r u s e w i t h g.p.s were d e v e l o p e d . T h e s e 
s c h e d u l e s a r e r e p r o d u c e d i n Appendix 1. The i n t e r v i e w s 
w i t h t h e d o c t o r s a l s o c o n t r i b u t e d t o w a r d s t h e development 
o f s c h e d u l e s f o r u s e w i t h p a t i e n t s , a s t h e d o c t o r s 
s u p p l i e d t e c h n i c a l m e d i c a l i n f o r m a t i o n and i n f o r m a t i o n 
b a s e d on t h e i r own e x p e r i e n c e s w i t h p a t i e n t s ( e . g . 
p a t i e n t s p r e o c c u p a t i o n s and p s y c h o l o g i c a l s t a t e s ) . The 
s p a r s e i n f o r m a t i o n from t h e p a t i e n t r o l e p l a y e x e r c i s e was 
s u p p l e m e n t e d by i n f o r m a l d i s c u s s i o n s w i t h a f r i e n d , whose 
p a r t n e r had d i e d from c a n c e r a f t e r a p r o l o n g e d i l l n e s s a t 
home, 9-12 months p r e v i o u s l y . T h e s e d i s c u s s i o n s o f h e r 
p r o b l e m s e n a b l e d m o d i f i c a t i o n o f t h e i n t e r v i e w s c h e d u l e 
f o r p a t i e n t s . But more i m p o r t a n t l y , v a l u a b l e e x p e r i e n c e 
was g a i n e d i n how t o t a l k about s u c h an a f f e c t i v e l y 
t h r e a t e n i n g t o p i c w i t h someone who had been p e r s o n a l l y 
i n v o l v e d . 
D e s i g n o f S t u d y 1 
The s t u d y was d e s i g n e d t o i d e n t i f y and i n v e s t i g a t e a broad 
s p e c t r u m o f p o t e n t i a l l y s a l i a n t a s p e c t s o f g e n e r a l 
p r a c t i c e c a r e o f t e r m i n a l p a t i e n t s . S p e c i f i c a l l y we were 
i n t e r e s t e d i n g.p.s* a t t i t u d e s t o d e a t h and d y i n g and 
t h e i r normal p r o c e d u r e s f o r c a r e o f t h e t e r m i n a l p a t i e n t . 
was 
Of p a r t i c u l a r i n t e r e s t A t h e e x t e n t and q u a l i t y o f 
c o m m u n i c a t i o n o f i n f o r m a t i o n about t h e I l l n e s s and g.p.s* 
d e c i s i o n making p r o c e s s e s i n v o l v e d i n any c o m m u n i c a t i o n 
o f i n f o r m a t i o n . On t h e o t h e r s i d e o f t h e dyad we w i s h e d 
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t o c o n s i d e r , t h e i n f l u e n c e o f any c o m m u n i c a t i o n on t h e 
p a t i e n t s ' p s y c h o l o g i c a l s t a t e , t h e r e l a t i o n o f t h i s t o 
i n d i v i d u a l d i f f e r e n c e s , and p a t i e n t s * e v a l u a t i o n s o f c a r e , 
i l l n e s s , d i s c o m f o r t , and needs ( c . f . r e s e a r c h p r o t o c o l . 
A ppendix 1 ) . I n terms o f t h e p e r f o r m a n c e of t h e s t u d y 
t h e r e a r e 3 p h a s e s w h i c h f o l l o w e d a f i x e d s e q u e n c e , w i t h 
e a c h phase t e m p o r a l l y a s w e l l a s l o g i c a l l y d i s t i n c t 
( T a b l e 4 - 0 2 ) . A l l i n t e r v i e w s c h e d u l e s a r e r e p r o d u c e d i n 
A p p e n d i x 1. 
T a b l e 4.02 
Temporal and l o g i c a l s equence o f S t u d y 1 
Time > 
P h a s e 1 Phase 2 Phase 3 
F i r s t i n t e r v i e w I n t e r v i e w s w i t h Second i n t e r v i e w s 
w i t h g.p. on h i s p a t i e n t s b l i n d w i t h g.p.s, 
a p p r o a c h t o c a r e t o group member- d e s c r i b e d a s c a s e 
o f t h e t e r m i n a l l y s h i p . S.T.A.I. h i s t o r y i n t e r v i e w , 
i l l . G.p. s e l e c t s a d m i n i s t e r e d . 
3 groups o f p a t i e n t s . 
Thus t h e f i r s t p h a s e o f t h e s t u d y i n v o l v e d t h e s e l e c t i o n 
and i n t e r v i e w o f a group o f 5 g.p.s. I n t e r v i e w 1 
i n v e s t i g a t e d t h e g.p.s' a p p r o a c h t o t h e t r e a t m e n t o f t h e 
t e r m i n a l l y i l l . At t h e end^the i n t e r v i e w e a c h g.p. was 
r e q u e s t e d t o put t h e r e s e a r c h e r i n c o n t a c t w i t h 6 
p a t i e n t s . G.p.s t h e n a l l o c a t e d p a t i e n t s t o t h e s t u d y 
and p a t i e n t s c o n t a c t e d t h e r e s e a r c h e r d i r e c t l y t o a r r a n g e 
an a p p o i n t m e n t f o r i n t e r v i e w . P a t i e n t s were t o be i n 3 
g r o u p s , w i t h 2 p a t i e n t s i n e a c h group, matched a c r o s s 
g r oups f o r age, s e x , s o c i o e c o n o m i c group, and s i t e and 
s e v e r i t y o f i l l n e s s . P a t i e n t group membership was n o t t o 
be d i s c l o s e d t o t h e r e s e a r c h e r u n t i l a f t e r a l l p a t i e n t s 
had been i n t e r v i e w e d , t h u s p e r m i t t i n g p a t i e n t s t o be 
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i n t e r v i e w e d " b l i n d " . The 3 p a t i e n t groups were 
( 1 ) T e r m i n a l l y i l l p a t i e n t s who knew t h e n a t u r e of t h e i r 
i l l n e s s . 
( 2 ) T e r m i n a l l y i l l p a t i e n t s who d i d not know t h e n a t u r e 
o f t h e i r i l l n e s s . 
( 3 ) N o n - t e r m i n a l c h r o n i c c o n t r o l p a t i e n t s . 
The d e s i g n o f t h e s t u d y i s t h u s s i m i l a r t o a r a n d o m i s e d 
b l o c k s d e s i g n ( K e p p e l , 1973) w i t h t h e g.p.s f o r m i n g t h e 
b l o c k s and t h e p a t i e n t s , i n 3 groups, f o r m i n g t h e l e v e l s 
o f a f i x e d o r g a n i c f a c t o r ( T a b l e 4 . 0 3 ) -
T a b l e 4.03 
Random b l o c k s d e s i g n o f S t u d y 1 
PATIENT GROUPS 
T e r m i n a l T e r m i n a l C h r o n i c 
Knowing I g n o r a n t C o n t r o l s 
( K ) ( I ) ( C ) 
V 2 2 2 
W 2 2 2 
qfS X 2 2 2 
Y 2 2 2 
Z 2 2 2 
D u r i n g t h e s e c o n d phase o f t h e s t u d y p a t i e n t s were 
i n t e r v i e w e d i n t h e i r own homes. I n t e r v i e w s were d e s i g n e d 
t o i n v e s t i g a t e t h e p a t i e n t s ' p e r s p e c t i v e on t h e i r i l l n e s s 
and i t s t r e a t m e n t w i t h o u t s p e c i f y i n g t h e n a t u r e o f t h e 
i l l n e s s . S t a t e - T r a i t A n x i e t y I n v e n t o r i e s ( S . T . A . I . ) 
( S p i e l b e r g e r , G o r s u c h & Lushene, 1970) were a d m i n i n s t e r e d 
a t t h e b e g i n n i n g o f t h e i n t e r v i e w s and demographic 
i n f o r m a t i o n was o b t a i n e d from t h e p a t i e n t s . 
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Phase 3 o f t h e s t u d y was i n i t i a t e d a f t e r c o m p l e t i o n o f 
t h e s e r i e s o f p a t i e n t i n t e r v i e w s when g.p.s were a g a i n 
c o n t a c t e d and i n t e r v i e w e d . T h i s s e c o n d i n t e r v i e w was 
d e s c r i b e d t o g.p.s a s a c a s e h i s t o r y i n t e r v i e w , and t h e y 
were a s k e d t o g i v e t h e c a s e h i s t o r y o f e a c h p a t i e n t 
i n t e r v i e w e d . S p e c i f i c q u e s t i o n s p r e p a r e d on t h e b a s i s o f 
t h e i n t e r v i e w s w i t h t h e p a t i e n t s were a s k e d , a s w e l l a s a 
s e r i e s o f s t a n d a r d p r e p a r e d q u e s t i o n s . P a t i e n t group 
membership was i d e n t i f i e d by t h e g.p. a t t h i s p o i n t . 
Q u e s t i o n s about how t h e g.p. was t r e a t i n g s p e c i f i c 
p a t i e n t s w i t h r e f e r e n c e t o t h e a p p r o a c h d e s c r i b e d d u r i n g 
t h e f i r s t i n t e r v i e w were aske d a s a p p r o p r i a t e a t t h e end 
of t h e i n t e r v i e w s e s s i o n . T h i s s e c o n d s e s s i o n was 
d e s c r i b e d a s a c a s e h i s t o r y c o l l e c t i n g s e s s i o n , t h i s 
however was not i t s o n l y p u r p o s e . The i n t e r v i e w was 
a l s o i n t e n d e d t o c o l l e c t i n f o r m a t i o n about g . p . s 1 
a t t i t u d e s and b e h a v i o u r s r e g a r d i n g s p e c i f i c p a t i e n t s f o r 
c o m p a r i s o n w i t h ( 1 ) t h e a b s t r a c t d e s c r i p t i o n s t h e y had 
s u p p l i e d d u r i n g t h e p r e v i o u s i n t e r v i e w and ( 2 ) w i t h 
t h e a c c o u n t s p r o f f e r e d by p a t i e n t s . Thus w h i l s t t h e 
g.p.s p r o b a b l y c o n s i d e r e d t h i s i n t e r v i e w a s t h e i r 
o p p o r t u n i t y t o s u p p l y t h e r e s e a r c h e r w i t h t h e " o b j e c t i v e 
f a c t s " o f e a c h c a s e , t h e r e s e a r c h e r c o n s i d e r e d i t i n t e r m s 
o f m e r e l y a n o t h e r a c c o u n t o f complex s o c i a l phenomena. 
F i r s t , t h i s d e s i g n p e r m i t s c o m p a r i s o n o f t h e 3 p a t i e n t 
g r oups t o be c a r r i e d o u t . S i n c e p a t i e n t s were matched 
a s c l o s e l y a s p o s s i b l e t h e independent v a r i a b l e c o u l d be 
s p e c i f i e d a s p a t i e n t group membership. The c h r o n i c 
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c o n t r o l group t h e r e f o r e a c t e d a s c o n t r o l s f o r t h e two 
t e r m i n a l l y i l l groups on t h e d i m e n s i o n o f t h e l i f e 
t h r e a t e n i n g n a t u r e o f t h e i l l n e s s , by s u p p l y i n g a b a s e 
l i n e o f t h e e f f e c t s o f s u f f e r i n g from an i l l n e s s , 
r e c e i v i n g t r e a t m e n t f o r a co m p a r a b l e t i m e p e r i o d and 
r e c e i v i n g r e g u l a r g.p. c o n t a c t . The two t e r m i n a l g r o u p s 
would p e r m i t c o m p a r i s o n o f t h e e f f e c t s due s p e c i f i c a l l y 
t o t h e s o r t o f i l l n e s s and t h e p a t i e n t ' s knowledge ab o u t 
t h e i l l n e s s . S e c o n d l y t h e d e s i g n p e r m i t s c o m p a r i s o n 
a c r o s s g.p.s o f t h e ways i n w h i c h i n d i v i d u a l g.p.s 
a p p r o a c h t h e problems i n v o l v e d i n t r e a t m e n t o f t h e 
t e r m i n a l l y i l l , e s p e c i a l l y how t h e y communicate 
i n f o r m a t i o n about t h e i l l n e s s d i a g n o s i s and p r o g n o s i s t o 
p a t i e n t s , and t h e i r own s u b j e c t i v e r e a c t i o n t o t h i s s o r t 
o f p a t i e n t . F u r t h e r m o r e , measurement o f p a t i e n t r e s p o n s e s 
( a n x i e t y and s a t i s f a c t i o n ) c a r r i e d out a t t h e t i m e o f 
i n t e r v i e w i n g p a t i e n t s e n a b l e s a s s e s s m e n t o f g.p.s* 
a p p r o a c h i n t e r m s o f e f f e c t s on p a t i e n t s . 
P e r f o r m a n c e o f S t u d y 1 
G.p.s p r a c t i c i n g i n t h e g e o g r a p h i c a l a r e a o f t h e Durham 
A r e a H e a l t h A u t h o r i t y and r e g i s t e r e d w i t h t h e Durham 
F a m i l y P r a c t i t i o n e r Committee (Durham F.P.C., 1980) 
were c h o s e n a t random from t h e F.P.C. l i s t . The o n l y 
e x c l u s i o n c r i t e r i o n implemented was t h a t a n o t h e r member 
o f t h e p r a c t i c e s h o u l d not be t a k i n g p a r t i n t h e s t u d y . 
I n i t i a l c o n t a c t was made by a p e r s o n a l i s e d s t a n d a r d l e t t e r 
o f i n t r o d u c t i o n (Appendix 1 ) . T h i s was f o l l o w e d up by 
t e l e p h o n e and p e r s o n a l v i s i t t o t h e s u r g e r y a s r e q u i r e d . 
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I n order* t o s e c u r e t h e c o - o p e r a t i o n o f 5> g.P*s, 1 2 
were a p p r o a c h e d , a r e f u s a l r a t e o f 5o#. R e q u e s t s by 
g.p.s f o r s p e c i f i c i n f o r m a t i o n about t h e d e s i g n o f t h e 
s t u d y were p o l i t e l y r e f u s e d w i t h r e f e r e n c e t o b i a s and 
e x p e c t a t i o n e f f e c t s . The g.p.s were i n t e r v i e w e d i n t h e i r 
s u r g e r i e s a t t h e i r c o n v e n i e n c e and t h e s t u d y d e s i g n 
d e s c r i b e d a t t h e end o f t h e i n t e r v i e w . One g.p. dropped 
ou t o f t h e s t u d y d u r i n g p h a se 2. Due t o t i m e r e s t r a i n t s 
on t h e p r o j e c t i t was d e c i d e d not t o r e p l a c e t h i s g.p.. 
P e r f o r m a n c e of i n t e r v i e w s 
A l l i n t e r v i e w s were a u d i o - t a p e r e c o r d e d u s i n g a s m a l l 
u n o b t r u s i v e Sony TC310 c a s s e t t e r e c o r d e r . 
G.p. i n t e r v i e w 1 Q u e s t i o n s were grouped under 4 main 
h e a d i n g s o r t o p i c a r e a s o f i n c r e a s i n g s p e c i f i c i t y . The 4 
t o p i c a r e a s w ere:-
1) P e r s o n a l i n f o r m a t i o n about t h e g.p.. 
2 ) I n f o r m a t i o n about t h e p r a c t i c e o r g a n i s a t i o n and 
demography. 
3) G e n e r a l i n f o r m a t i o n about p a t i e n t s s e e n i n d a i l y 
c o n s u l t a t i o n s , i n f o r m a t i o n about c h r o n i c p a t i e n t s and 
t e r m i n a l p a t i e n t s who c o n s u l t . 
4) I n f o r m a t i o n about t h e way i n w h i c h t h e g.p. t r e a t e d 
t e r m i n a l l y i l l p a t i e n t s . 
E a c h t o p i c was i n t r o d u c e d by an i n t r o d u c t o r y e x p l a n a t i o n 
a s g i v e n i n t h e s c h e d u l e ( A p p e n d i x 1 ) . Q u e s t i o n s w e r e 
a s k e d a s f a r a s p o s s i b l e v e r b a t i m , and i n t h e p r e s c r i b e d 
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order. But when t h i s was i n a p p r o p r i a t e q u e s t i o n s were 
asked when or i n the manner t h a t was a p p r o p r i a t e . 
C l a r i f i c a t i o n of p o i n t s r a i s e d was requested as r e q u i r e d , 
u s i n g the n e u t r a l probe q u e s t i o n s (Appendix 1 ) . 
At the end of the i n t e r v i e w the g.p. was r e q u e s t e d to 
s e l e c t 6 p a t i e n t s i n 3 groups as p r e v i o u s l y d e s c r i b e d . 
I n order to f a c i l i t a t e the d e s c r i p t i o n of p a t i e n t group 
a l l o c a t i o n to g.p.s an example was used. The g.p. was 
t o l d t h a t i f he a l l o c a t e d a male, married, miner of 61 
y e a r s who was dying from a carcinoma of the bronchus and 
knew about h i s i l l n e s s to the t e r m i n a l l y i l l w i t h 
knowledge group thus he should t r y to f i n d another 
working c l a s s married male i n h i s e a r l y 60s s u f f e r i n g from 
a lung c a n c e r and dying, but who d i d not know about the 
nature of h i s i l l n e s s , to a l l o c a t e to the t e r m i n a l l y i l l 
without knowledge group. And to the c h r o n i c c o n t r o l 
group he should a l l o c a t e another working c l a s s m a r r i e d 
male of approximately 60 who was s u f f e r i n g from c h r o n i c 
b r o n c h i t i s emphasema. I t was pointed out t h a t t h i s 
example was something of an i d e a l towards which the g.p. 
should s t r i v e , and t h a t we r e c o g n i s e d t h a t c h o i c e s may be 
l i m i t e d . F u r t h e r we recognised t h a t not a l l t e r m i n a l 
i l l n e s s e s had c h r o n i c i l l n e s s e s t h a t resembled them 
sym p t o m a t i c a l l y as c l o s e l y as b r o n c h i t i s empjasyma d i d lung 
cancer. However as f a r as was p o s s i b l e the g.p. should 
attempt to match p a t i e n t s as c l o s e l y as p o s s i b l e g i v e n 
t h a t i n p r a c t i c e he was most l i k e l y to f i r s t s e l e c t a 
t e r m i n a l p a t i e n t . 
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C o n t a c t i n g p a t i e n t s The procedure adopted f o r c o n t a c t i n g 
p a t i e n t s was designed to conform w i t h the demands of 
e t h i c a l committees. E s s e n t i a l l y the procedure: 
(1 ) p r o t e c t e d the c o n f i d e n t i a l i t y of the p a t i e n t by 
e n s u r i n g he or she gave consent to h i s or her i d e n t i t y 
being r e v e a l e d to the r e s e a r c h p r o j e c t before i t was 
r e v e a l e d ; 
(2) ensured t h a t p a t i e n t group membership was not r e v e a l e d 
p r i o r to the p a t i e n t i n t e r v i e w , thus e n s u r i n g t h a t 
p e r s o n a l medical i n f o r m a t i o n was not r e v e a l e d p r i o r to 
consent being given; 
(3) p ermitted us to obtain the lowest p o s s i b l e p a t i e n t 
r e f u s a l r a t e without c o e r c i n g p a t i e n t s ; and 
(4) gave i n d i v i d u a l p a t i e n t s s u f f i c i e n t i n f o r m a t i o n about 
the study to permit informed consent t o be given without 
r e v e a l i n g the p o s s i b l e nature of the i l l n e s s to a p a t i e n t 
who d i d not a l r e a d y know t h i s . 
S i n c e two t h i r d s of the p a t i e n t s would not know about the 
na t u r e of t h e i r i l l n e s s o r would have non-terminal 
i l l n e s s e s the study was d e s c r i b e d as one of c h r o n i c 
i l l n e s s i n a l l c a s e s . The g.p.s were s u p p l i e d w i t h 
s t a n d a r d l e t t e r s , r e p l y forms and p r e p a i d r e t u r n envelopes 
(Appendix 1) and requested to g i v e these to p a t i e n t s 
d u r i n g the f i r s t r o u t i n e v i s i t a f t e r s e l e c t i o n of the 
p a t i e n t f o r the study. 
P a t i e n t i n t e r v i e w s P a t i e n t s who r e t u r n e d t h e s e forms 
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i n d i c a t i n g t h a t they were w i l l i n g to take p a r t i n the 
study were v i s i t e d a t home a t the prearranged time. The 
study was o u t l i n e d i n a way c o n s i s t e n t w i t h the 
d e s c r i p t i o n g i v e n i n the i n t r o d u c t o r y l e t t e r . I t was 
s t r e s s e d t h a t the i n t e r v i e w e r was not m e d i c a l l y q u a l i f i e d , 
t h a t he would be unable to answer any q u e s t i o n s about the 
p a t i e n t ' s i l l n e s s , and t h a t furthermore he had not been 
informed about the p a t i e n t ' s i l l n e s s by the doctor. I t 
was emphasised t h a t the i n t e r v i e w s were c o m p l e t e l y 
c o n f i d e n t i a l , f o r r e s e a r c h purposes o n l y and t h a t nothing 
t h a t the p a t i e n t s a i d about the doctor or treatment would 
be repeated to anyone concerned u n l e s s the p a t i e n t 
e x p r e s s l y requested t h a t t h i s be done. A l s o i t was 
ensured t h a t the p a t i e n t understood t h a t he or she had the 
r i g h t to r e f u s e to answer any q u e s t i o n should he or she 
wish to do so. An undertaking was a l s o given t h a t the 
i n t e r v i e w could be c u r t a i l e d by the p a t i e n t at any po i n t 
and the r e c o r d i n g immediately destroyed. I t was a l s o 
e x p l a i n e d t h a t a t a l a t e r date the i n t e r v i e w e r would l i k e 
to see the g.p. to d i s c u s s the h i s t o r y of p a t i e n t ' s 
p r e s e n t i l l n e s s . T h e refore the p a t i e n t ' s consent to 
permit the r e s e a r c h e r to have a c c e s s to h i s or her medical 
r e c o r d s f o r the present i l l n e s s was r e q u i r e d . 
Once these p o i n t s had been made and the p a t i e n t had 
given w r i t t e n consent, b a s i c demographic i n f o r m a t i o n was 
c o l l e c t e d and i t was confirmed t h a t the p a t i e n t was 
c o n s u l t i n g the r e l e v a n t g.p. r e g u l a r l y . The p a t i e n t 
then completed the S t a t e - T r a i t Anxiety I n v e n t o r y . 
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Before the i n t e r v i e w commenced the a u d i o - r e c o r d i n g 
equipment was s e t up, so as to be as u n o b t r u s i v e as 
p o s s i b l e . The i n t e r v i e w was guided by the s chedule shown 
i n Appendix 1. 
F i e l d notes on each i n t e r v i e w were made immediately a f t e r 
i t s completion. They c o n s i s t e d of items s p e c i f i c to the 
i n t e r v i e w , which could be used as f u t u r e "aide memoire". 
I n t e r v i e w e r i m p r e s s i o n s of the i n t e r v i e w e e and the 
i n t e r a c t i o n d u r i n g the i n t e r v i e w were noted i n an attempt 
to r e c o r d as f u l l y as p o s s i b l e those a s p e c t s of the 
i n t e r v i e w which would not be apparent from an 
a u d i o - r e c o r d i n g . I t was thus accepted t h a t t h e r e i s a 
l e v e l of s o c i a l i n t e r a c t i o n which i s d i f f i c u l t to c o d i f y 
but which i s nonetheless an e x i s t e n t s o c i a l r e a l i t y . 
Thus i n t u i t e d i n f o r m a t i o n was noted and as f a r as 
p o s s i b l e i t s source e x p l i c a t e d . As f a r as p o s s i b l e notes 
were made without preconceptions and as such they were an 
e x e r c i s e i n "mundane phenomenology" ( T h i n e s , 1977). One 
item was c o n s i s t e n t l y i n c l u d e d i n notes made a f t e r 
p a t i e n t i n t e r v i e w s , a guess a t the p a t i e n t ' s group 
membership. Where p o s s i b l e t h i s guess was supplemented by 
an i n d i c a t i o n of c e r t a i n t y about the v e r a c i t y of the 
guess and the i n f o r m a t i o n upon which t h i s was based. 
Case h i s t o r y i n t e r v i e w s w i t h g.p.s The g.p. was 
i n t e r v i e w e d f o r a second time a f t e r a l l h i s p a t i e n t s had 
been i n t e r v i e w e d . T h i s i n t e r v i e w was a g a i n 
s e m i - s t r u c t u r e d and i n f o r m a l i n n a t u r e . The g.p.s were 
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permitted to use p a t i e n t medical r e c o r d s to a i d them when 
answering q u e s t i o n s about p a t i e n t s . The g.p. was asked 
s i m p l y to go over each p a t i e n t s medical h i s t o r y from the 
time the p a t i e n t f i r s t p r e s ented w i t h the i l l n e s s f o r 
which they were a t presen t being t r e a t e d , or i f t h e r e was 
a s i g n i f i c a n t event p r i o r to t h i s from t h i s event. 
C e r t a i n q u e s t i o n s of a g e n e r a l nature were asked of a l l 
p a t i e n t s (Appendix 1 ) . C l a r i f i c a t i o n of medical terms 
used, sequence of events, nature of d i a g n o s i s e t c . were 
sought as n e c e s s a r y during the i n t e r v i e w . S p e c i f i c 
q u e s t i o n s based on inf o r m a t i o n obtained from p a t i e n t s were 
asked as a p p r o p r i a t e . Questions based on p a t i e n t 
accounts which c o n f l i c t e d w i t h t h a t of the g.p., were not 
asked u n t i l the end of the i n t e r v i e w when the g.p.'s 
account had been completed. Questions r e f e r r i n g t o 
a s p e c t s of the g.p.'s d e s c r i p t i o n of h i s approach to 
t e r m i n a l i l l n e s s as d e s c r i b e d a t the f i r s t i n t e r v i e w and 
how he r e p o r t e d approaching these s p e c i f i c c a s e s were a l s o 
d e f e r r e d u n t i l the end of the i n t e r v i e w . 
S i x month f o l l o w up q u e s t i o n n a i r e S i x months a f t e r the 
second i n t e r v i e w w i t h the g.p. f o l l o w up q u e s t i o n n a i r e s 
were forwarded to each doctor. The q u e s t i o n n a i r e was 
designed to: ( a ) D i s c o v e r how c a s e s had progressed i n 
medical terms, (b) D i s c o v e r i f the g.p. had s i n c e t o l d 
p a t i e n t s about t h e i r i l l n e s s e s when they d i d not a l r e a d y 
know, ( c ) A s c e r t a i n i f there had been any major changes 
i n the p s y c h o l o g i c a l s t a t e of any p a t i e n t s , as p e r c e i v e d 
by the g.p.. (d) Check g.p.s* p r o g n o s t i c f o r e c a s t s f o r 
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both outcome of medical c o n d i t i o n and p a t i e n t 
p s y c h o l o g i c a l s t a t e . ( e ) Check f o r e f f e c t s ( e s p e c i a l l y 
a d verse e f f e c t s ) on p a t i e n t s of t a k i n g p a r t i n the study. 
The q u e s t i o n n a i r e i s reproduced i n Appendix 1. 
A n a l y t i c Procedui»es 
A l l i n t e r v i e w s were t r a n s c r i b e d verbatim from the audio 
r e c o r d i n g s . A l l p e r s o n a l i n f o r m a t i o n was removed from 
tapes p r i o r to t r a n s c r i p t i o n and s t o r e d s e p e r a t e l y . To 
p r o t e c t c o n f i d e n t i a l i t y a l l p l a c e and surnames were 
r e p l a c e d by code l e t t e r s / n u m b e r s on t r a n s c r i p t s . The 
t r a n s c r i p t s were then s u b j e c t to two complementary forms 
of a n a l y s i s , q u a l i t a t i v e a n a l y s i s and q u a n t i t a t i v e c o n t e n t 
a n a l y s i s . Whereas the s t a t i s t i c a l a n a l y s i s p e r m i t s 
h y p o t h e s i s t e s t i n g , the q u a l i t a t i v e a n a l y s i s aims to 
r e v e a l the depth and d i v e r s i t y of human e x p e r i e n c e , 
but more i m p o r t a n t l y the sense u n d e r l y i n g t h a t 
e x p e r i e n c e . 
Q u a l i t a t i v e a n a l y s i s Q u a l i t a t i v e a n a l y s i s was 
c a r r i e d out by c a r e f u l r e a d i n g of a l l t r a n s c r i p t s , 
e x t r a c t i o n of r e l e v a n t passages f o r comparison, 
c o m p i l a t i o n of p r e c i s of each t r a n s c r i p t , and the 
w r i t i n g of a commentary on each t r a n s c r i p t . These 
commentaries r e l a t e d a s p e c t s of t r a n s c r i p t s to o t h e r 
p o i n t s w i t h i n the t r a n s c r i p t , to the r e s t of the body of 
i n t e r v i e w s and to the work of o t h e r r e s e a r c h e r s . From 
th e s e c a r e f u l r e a d i n g s and c o m p i l a t i o n s c e r t a i n themes 
common to t r a n s c r i p t s emerged. T h i s a n a l y s i s i s r e p o r t e d 
-165-
i n depth i n Chapters 6 and 7 
Q u a n t i t a t i v e a n a l y s i s Content a n a l y s i s has been 
d e f i n e d as 
"any technique f o r making i n f e r e n c e s by s y s t e m a t i c a l l y 
and o b j e c t i v e l y i d e n t i f y i n g s p e c i f i e d c h a r a c t e r i s t i c s 
of messages." 
( H o l s t i , 1968; p.601) 
The a n a l y s i s i s performed by the a p p l i c a t i o n of e x p l i c i t l y 
formulated r u l e s , which are used to i d e n t i f y s p e c i f i e d 
c h a r a c t e r i s t i c s of a message. Thus s y s t e m a t i c a n a l y s i s 
i s obtained by i n c l u s i o n or e x c l u s i o n of c o n t e n t i n 
c a t e g o r i e s a c o r ding to c o n s i s t e n t l y a p p l i e d c r i t e r i a . 
When agreement between independent coders of the message 
i s obtained one e s s e n t i a l requirement of the e m p i r i c a l 
s c i e n t i f i c endeavour, that of o b j e c t i v i t y , or more 
p r o p e r l y i n t e r - s u b j e c t i v i t y , i s met (Popper, 1959). 
H o l s t i (1968) provides a thorough r e v i e w of the 
t h e o r e t i c a l and p r a c t i c a l i s s u e s i n v o l v e d i n the d e s i g n 
and implementation of content a n a l y s i s schemes. Viney 
(1983) pr o v i d e s a r e c e n t review of the use of the 
technique i n psychology, s u r v e y s content a n a l y s i s s c a l e s 
a v a i l a b l e f o r p s y c h o l o g i c a l r e s e a r c h and d i a g n o s i s , and 
d i s c u s s e s the use of content a n a l y s i s of v e r b a l 
communications i n assessment of p s y c h o l o g i c a l s t a t e s . 
Development of the content a n a l y s i s schemes Two c o n t e n t 
a n a l y s i s schemes were developed. One f o r the c o n t e n t 
a n a l y s i s of the f i r s t i n t e r v i e w s w i t h g.p.s and one f o r 
the a n a l y s i s of i n t e r v i e w s w i t h p a t i e n t s . The s t a n d a r d 
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procedure f o r content a n a l y s i s development ( H o l s t i , 1968) 
was f o l l o w e d . When d e s i g n i n g a content a n a l y s i s scheme 
the f i r s t item t h a t must be c o n s i d e r e d i s the coding u n i t s 
to be used. The d e c i s i o n on what u n i t s to use s h o u l d 
i d e a l l y not o n l y be based on the n a t u r e of the m a t e r i a l 
to be a n a l y s e d and the purpose of the a n a l y s i s , but a l s o 
should be t h e o r e t i c a l l y grounded. On the b a s i s of our 
t h e o r e t i c a l p e r s p e c t i v e to i n t e r v i e w i n g , i t was decided 
t h a t the most a p p r o p r i a t e u n i t s to use were the theme, ( a 
s i n g l e a s s e r t i o n about some s u b j e c t ) as the r e c o r d i n g u n i t 
and the paragraph, ( a complete response to the 
i n t e r v i e w e r * s q u e s t i o n ) as the context u n i t . Thus 
i n t e r v i e w e r q u e s t i o n s a c t as boundaries of the c o n t e x t 
u n i t s . H o l s t i (1968) d e s c r i b e s i n d e t a i l the use of 
r e c o r d i n g and context u n i t i n content a n a l y s i s . B r i e f l y 
the context u n i t i s used to d e f i n e the amount of t e x t 
w i t h i n which m u l t i p l e occurances of the same r e c o r d i n g 
u n i t w i l l only be counted once. The combination of u n i t s 
used has the advantage of r e d u c i n g the assumption t h a t 
t h e r e i s a s i m p l e r e l a t i o n s h i p between the frequency of 
u t t e r a n c e and the importance of the content a t t r i b u t e to 
the maker of the u t t e r a n c e . I t a l s o f a c i l i t a t e s the 
c h a r a c t e r i s a t i o n of content a t t r i b u t e s making i t h i g h l y 
a p p l i c a b l e to d a t a of these s o r t . 
Prototype schemes were t e s t e d by the r e s e a r c h e r a g a i n s t 
one of each of the g.p. and p a t i e n t i n t e r v i e w s s e l e c t e d 
a t random. Gross i n a d e q u a c i e s of the schemes were 
c o r r e c t e d a t t h i s p o i n t . P r o v i s i o n a l i n s t r u c t i o n s h e e t s 
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f o r the modified s c h e d u l e s were drawn up f o r f u t u r e use of 
independent coders. These p r o v i s i o n a l s c h e d u l e s were 
t e s t e d by the r e s e a r c h e r by coding 6 p a t i e n t and 3 
g.p. i n t e r v i e w t r a n s c r i p t s , h e n c e f o r t h r e f e r r e d to as 
the "development t r a n s c r i p t s " . These development 
t r a n s c r i p t s comprised of: 
( a ) The t r a n s c r i p t s of i n t e r v i e w s w i t h the 3 p a t i e n t s of 
the g.p. who dropped out of the study, p l u s 3 f u r t h e r 
t r a n s c r i p t s , one from each p a t i e n t group, s e l e c t e d a t 
random from the d a t a s e t . 
(b) The t r a n s c r i p t of the i n t e r v i e w w i t h the g.p. who 
dropped out of the study, p l u s 2 of the other U g.p.s' 
i n t e r v i e w t r a n s c r i p t s s e l e c t e d a t random. 
These development t r a n s c r i p t s were recoded by the 
r e s e a r c h e r 2 weeks l a t e r and t e s t - r e t e s t r e l i a b i l i t i e s 
c a l c u l a t e d u s i n g Cohen's Kappa c o - e f f i c i e n t (Cohen, 1960) 
f o r each category of the content a n a l y s i s scheme. The 
v a l u e s of Kappa d e r i v e d were r e a s o n a b l y high (>0.68 i n a l l 
c a s e s ) . T h i s suggests t h a t the content a n a l y s i s scheme 
would prove to be a r e l i a b l e instrument. However 
judgement on t h i s point should be h e l d over u n t i l 
r e l i a b i l i t y s t a t i s t i c s from independent coders a r e 
obtained. V a l i d i t y of content a n a l y s i s c a t e g o r i e s was 
a s s e s s e d by comparing the s c o r e s on category items f o r 
each t r a n s c r i p t w i t h p r o t o c o l s drawn up f o r each 
t r a n s c r i p t a n a l y s e d . These p r o t o c o l s were e s s e n t i a l l y 
p r e c i s of the o v e r a l l i n t e r v i e w meaning drawn up by 
an independent reader, who was n a i v e to the c o n t e n t 
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a n a l y s i s c a t e g o r i e s and who p layed no f u r t h e r p a r t i n t h e 
a n a l y s i s of i n t e r v i e w s . Thus, f o r example, the scheme was 
c o n s i d e r e d to be v a l i d i f a l a r g e s c o r e i n a "knowledge 
of d i a g n o s i s c a t e g o r y " was r e f l e c t e d by a Judgement i n 
the r e s p e c t i v e p r o t o c o l t h a t the p a t i e n t c l e a r l y knew h i s 
or her d i a g n o s i s . Minor m o d i f i c a t i o n s to the 
c a t e g o r i s a t i o n scheme and c ategory d e f i n i t i o n s were made 
on the b a s i s of the r e s u l t s of t h i s p i l o t i n g of the 
content a n a l y s i s scheme. Codings used f o r p i l o t i n g 
purposes were d i s c a r d e d . The content a n a l y s i s 
schedule developed was put i n t o the form of an 
i n s t r u c t i o n manual f o r independent coders and t h i s i s 
reproduced i n Appendix 2. 
P i l o t i n g of content a n a l y s i s w i t h independent coders 
Three independent coders were t r a i n e d i n the use of the 
content a n a l y s i s s c h e d u l e s , two coders f o r p a t i e n t 
i n t e r v i e w s and one f o r g.p. i n t e r v i e w s . T r a i n i n g 
c o n s i s t e d of b r i e f l y e x p l a i n i n g the nature of content 
a n a l y s i s as a method of o b t a i n i n g o b j e c t i v e d a t a from 
i n t e r v i e w s , a l l o w i n g each coder to read the r e l e v a n t 
content a n a l y s i s i n s t r u c t i o n manual i n h i s or her own time 
and then answering any q u e r i e s the coder had a f t e r 
attempting to a n a l y s e a s h o r t passage of t e x t c u l l e d from 
t r a n s c r i p t s of i n t e r v i e w s . Independent coders and the 
r e s e a r c h e r then analysed the development i n t e r v i e w s i n 
a p r e a s s i g n e d order. One t r a n s c r i p t s e l e c t e d a t random 
from those a n a l y s e d by each coder, was r e a n a l y s e d 7-10 
days l a t e r f o r t e s t - r e t e s t purposes. T e s t - r e t e s t and 
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i n t e r c o d e r r e l i a b i l i t i e s were c a l c u l a t e d between each of 
the independent coders' codings and the codings of the 
r e s e a r c h e r and v a l i d i t y a s s e s s e d u s i n g the procedure 
p r e v i o u s l y d e s c r i b e d . T e s t - r e t e s t and i n t e r c o d e r 
r e l i a b i l i t i e s were r e a s o n a b l y high f o r a l l content 
c a t e g o r i e s . Mean i n t e r v i e w Kappa v a l u e s f o r each of the 
comparisons c a r r i e d out are shown i n Table 4.04. 
Table 4.04 
T e s t - r e t e s t and i n t e r c o d e r r e l i a b i l i t y (Mean Kappa 
v a l u e s ) of content a n a l y s i s of development 
t r a n s c r i p t s as c a r r i e d out by the r e s e a r c h e r (coder 1) 
and independent coders. 
CODERS COMPARED 
I n t e r s c o r e r T e s t - r e t e s t 
P a t i e n t l v 2 l v 3 2v3 1 2 3 
T r a n s c r i p t 
1 0. 61 0. 72 0. 68 0.75 
2 0. 45 0. 66 0.61 0 
3 0.73 0. 64 0. 80 0. 87 
4 0. 58 0. 76 0. 78 
5 0.77 0. 81 0. 73 
6 0. 71 0. 77 0. 63 
G. p 
T r a n s c r i p t 
A 0.63 0.73 0.70 
B 0.67 
C 0.81 
Thus the content a n a l y s i s schemes can be accepted as 
reasonably r e l i a b l e i n s t r u m e n t s f o r the a n a l y s i s of the 
t r a n s c r i p t s of i n t e r v i e w s c a r r i e d out with g. p,s and 
p a t i e n t s . On the b a s i s of the comparisons made between 
the n e g o t i a t e d meaning p r o t o c o l s of i n t e r v i e w s and the 
s c o r e s a t t a i n e d by p a t i e n t s f o r v a r i o u s content 
c a t e g o r i e s , i t appears t h a t the content a n a l y s i s schemes 
have r e a s o n a b l e f a c e v a l i d i t y . These two content 
a n a l y s i s schemes were used to a n a l y s e a l l g.p. and 
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p a t i e n t i n t e r v i e w t r a n s c r i p t s by f u r t h e r independen 
coders. R e s u l t s of these a n a l y s e s are r e p o r t e d i n t h 
f o l l o w i n g chapter. 
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CHAPTER 5 
Q u a n t i t a t i v e a n a l y s i s of Study 1 data. 
T h i s chapter r e p o r t s the q u a n t i t i v e a n a l y s i s of the 
r e s u l t s of Study 1 and i s o r g a n i s e d i n the f o l l o w i n g way. 
We f i r s t l y c o n s i d e r the demographic and e p i d e m i o l o g i c a l 
p r o f i l e s of the samples. We then r e p o r t the i n t e r c o d e r 
and t e s t - r e t e s t r e l i a b i l i t y of the content a n a l y s i s . 
F o l l o w i n g an i n t r o d u c t o r y c o n s i d e r a t i o n of s t a t i s t i c a l 
methods and the way i n which data were normalised, we 
r e p o r t the r e s u l t s of the S.T.A.I a d m i n i s t e r e d to 
p a t i e n t s , before t u r n i n g to an a n a l y s i s of the i n t e r v i e w 
content per se. I n t h i s a n a l y s i s we c o n c e n t r a t e on 
p a t i e n t i n t e r v i e w s , s i n c e the s m a l l number of g.p. 
i n t e r v i e w s conducted i n t h i s study does not me a n i n g f u l l y 
lend i t s e l f to s t a t i s t i c a l a n a l y s i s . F i n a l l y we 
present a summary of the s t a t i s t i c a l f i n d i n g s . F u l l e r 
d i s c u s s i o n of these f i n d i n g s i s h e l d over u n t i l Chapter 8 
f o l l o w i n g p r e s e n t a t i o n of the q u a l i t a t i v e a n a l y s i s of the 
i n t e r v i e w data. 
Demographic and e p i d e m i o l o g i c a l p r o f i l e s of the samples. 
1. The g.p.s. The data r e p o r t e d here were provided by 
g.p.s during i n t e r v i e w s , but were checked as f a r as 
p o s s i b l e a g a i n s t other s o u r c e s [ i . e . G.M.C. (1981) and 
Durham F.P.C. (1980) r e g i s t e r s ] . No s u b s t a n t i a l 
d i s c r e p a n c i e s between g.p. s u p p l i e d i n f o r m a t i o n and t h a t 
from t h e s e s o u r c e s were found. Table 5.01 p r e s e n t s b a s i c 
demographic in f o r m a t i o n f o r the k g.p.s a l l of whom were 
married men wit h c h i l d r e n . I n d i v i d u a l g.p.s a r e 
i d e n t i f i e d by code l e t t e r . 
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Table 5.01 
Demographic p r o f i l e s of the 4 g.p.s. 
Dr Age Y e a r s Years D e s c r i p t i o n of 
q u a l - a t t h i s p r a c t i c e 
i f i e d p r a c t i c e l o c a t i o n 
V 39 14 4 Mining v i l l a g e 
W 46 23 10 S e m i - i n d u s t r i a l suburb 
X 31 7 5 Mining v i l l a g e 
Z 53 30 26 I n d u s t r i a l new town 
Dr.V was the o n l y one of the 4 g.p.s who was not born and 
t r a i n e d i n the United Kingdom. He was of I n d i a n 
e t h n i c o r i g i n and t r a i n e d i n the sub-continent, whereas 
the o t h e r 3 were a l l born i n the North-East of England and 
t r a i n e d here (W and X) or i n S c o t l a n d ( Z ) . Table 5.02 
p r e s e n t s a s p e c t s of each g.p.'s p r a c t i c e . A l l 4 
p r a c t i c e s had a t t a c h e d L.H.A. d i s t r i c t n urses, h e a l t h 
v i s i t o r s and mid-wives. Thus the 4 p r a c t i c e s resemble 
the n a t i o n a l model of g e n e r a l p r a c t i c e ( c . f . Chapter 1 ) . 
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Table 5.02 
P r a c t i c e i n f o r m a t i o n f o r the U g.p.s 
G. P. V W X Z 
No.f/time p a r t n e r s 2 2 6 6 
No.p/time p a r t n e r s - 1 + - 2 
P r a c t i c e 1 P.S. 1 H.C 2 H.C. 1 H.C. 
accomodation * 1 P.S. 
Appointment system no yes yes y e s 
T o t a l p a t i e n t s 4, 000 3, 500 17.000 16,000 
Own p a t i e n t s 2, 0O0 2, 100 2, 000 2,500 
P r a c t i c e nurse no yes yes y e s 
P a t i e n t s / s u r g e r y 20 18 20 20-25 
Mins/pt.in surgery 5 10 5 5 
House c a l l s / d a y a 3-8 8-10 6-8 
Mins/house c a l l 10 10 10 10 
+ r e f e r s to g.p. t r a i n e e a t t a c h e d to p r a c t i c e 
* P.S.- P r i v a t e l y owned su r g e r y accomodation 
H.C.= Health c e n t r e accomodation 
2. The p a t i e n t s I n d i v i d u a l d a t a f o r the 24 
p a t i e n t s , who completed the study are r e p o r t e d i n T a b l e 
5.03. As can be seen from t h i s t a b l e a l l t e r m i n a l 
p a t i e n t s were s u f f e r i n g from some form of cancer, w h i l s t 
only one of the c h r o n i c c o n t r o l s had such a d i s e a s e . 
The p a t i e n t d i a g n o s i s i n d i c a t e d i n Table 5.03 i s the one 
reported by the g.p. during the case h i s t o r y i n t e r v i e w , as 
the p a t i e n t ' s most s e r i o u s p r e s e n t complaint. There were 
16 females and 8 males, w i t h an age range of 45 to 88 
y e a r s (Table 5.04). Socio-economic composition of the 
sample was Judged u s i n g the O f f i c e of Population Censuses 
and Surveys c l a s s i f i c a t i o n (O.P.C.S., 1980). The way i n 
which the sample was d i s t r i b u t e d a c r o s s t h e s e 3 
demographic v a r i a b l e s by p a t i e n t groups, and by g.p. i s 
presented i n Tab l e s 5-05 and 5.06 r e s p e c t i v e l y . 
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Table 5.03 P a t i e n t age, sex, socio-economic s t a t u s and primary 
d i a g n o s i s by group and g,p.. 
! PATIENT J PATIENT GP AGE SEX S-E PRIMARY DIAGNOSIS 
! GROUP : NUMBER GROUP 
; • 01 V 60 F I I : M e t a s t a t i c C/A of 
j ; ovary 
: T i oa V 60 F I l l m M e t a s t a t i c C/A of 
! E ; Breas t 
! R . 
: M 09 w U5 F I l l m M e t a s t a t i c C/A of 
: i B r e a s t 
: N 
: A 19 w 50 F I l l n M e t a s t a t i c C/A of 
! L ovar.v 
j 12 X 70 M IV ! C/A of Bronchus 
! K 
: N 
: o 15 X 67 M I l l m A d e n o c a r c i n o m a w i t h 
: w c e r e b e l l u m secondary 
! I 
: N 2 3 z 80 F I I C/A of Pancreas w i t h 
: G secondary growth 
\ 27 z 5tt F I I J M e t a s t a t i c C/A of 
! B r e a s t 
; 0 5 V 70 M I l l m C/A of Stomach 
J T 
1 E 
! R 08 V 60 F IV C/A of Colon 
! M 
: i 
! N 06 w 56 F I l l m M e t a s t a t i c C/A of 
: A Bowel 
! L 
; 2 0 w 75 F IV M u l t i p l e 
; Myelomatosis 
: i 
: G 1 3 X 6 5 F IV M e t a s t a t i c C/A of 
: N Pancreas 
! o 
! R 17 X 68 F I l l m C/A of Bladder 
: A 
: N 
: T 2U z 7 9 F I l l m C/A of S.vgmoid 
; Colon & Large Bowel 
5 26 z U9 M I l l m C/A of Larynx 
j 0 2 V 76 M I l l m B r o n c h i t i s 
j Emphysema 
i c 
: H 0 3 V 71 F I V O s t e o a r t h r i t i s 
J R 
! o 
: N 07 w 88 F I C h r o n i c Lymphatic 
j i Leukemia 
: c 
: 1 0 w 57 F I l l n Auto Immune D i s e a s e 
! of L i v e r 
J c 
! o 11 X 7 3 M . I l l m • D i a b e t e s & 
: N Amputation of Lege 
! T 
{ R 16 X 7 3 M ! I l l m , B r o n c h i t i s 
: o , Emphasema 
: L 
; s 21 z 86 F ' I l l n 1 A r t h r i t i s & 
j ! D i v e r t i c u l i t i s 
! 
2 2 z 78 J F ! I I ! Angina 
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Table 5.04 
P a t i e n t group mean ages by sex 
PATIENT GROUPS 
T e r m i n a l l y 
111 
Males 
Females 
Both sexs 
64.2 
62. 5 
63. 0 
C h r o n i c a l l y 
111 
C o n t r o l s 
A l l Sample 
74. 0 
76. 0 
75.25 
67.25 
67. 0 
67-1 
Table 5.05 
The number of p a t i e n t s i n each group d i s t r i b u t e d w i t h i n 
the t h r e e demographic v a r i a b l e s . 
PATIENT GROUPS 
T e r m i n a l l y 
111 with 
Knowledge 
K 
T e r m i n a l l y 
111 without 
Knowledge 
I 
C h r o n i c a l l y 
111 
C o n t r o l s 
C 
Age 
below 60 
60 - 69 
70 - 79 
80 & above 
3 
3 
1 
1 
2 
3 
3 
o 
1 
0 
5 
2 
mean age 60. 7 66.0 75.2 
Sex 
no. of 
females 
(out of 8) 
Socio-economic 
groups 
I & I I 
I I I N 
I I I M 
IV 
3 
1 
3 
1 
0 
o 
5 
3 
2 
2 
3 
1 
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Table 5-06 
The number of each g.p.s* p a t i e n t s d i s t r i b u t e d w i t h i n 
the t h r e e demographic v a r i a b l e s . 
DOCTORS 
V w x z 
Age 
below 60 0 4 0 2 
6 0 - 6 9 3 0 3 0 
7 0 - 7 9 3 1 3 2 
80 & above 0 1 0 2 
mean age 66.16 62.0 69.33 70.33 
Sex 
No. of 
females 4 6 1 5 
(out of 6) 
Socio-economic 
groups 
I & I I 1 1 0 3 
I I I N 0 2 0 1 
I I I M 3 2 4 2 
IV 2 1 2 0 
As can be seen from the t a b l e s the m a j o r i t y of the 
p a t i e n t sample a r e s k i l l e d or s e m i - s k i l l e d manual workers, 
or t h e i r spouses. The s k i l l e d manual ( I I I M ) group 
comprise the l a r g e s t number of p a t i e n t s , probably 
r e f l e c t i n g the geo g r a p h i c a l r e g i o n and the s o r t of 
communities t h e s e g.p.s s e r v i c e . H i s t o r i c a l l y male 
employment i n 3 of the 4 communities was i n primary 
i n d u s t r i e s which r e q u i r e d s k i l l e d labour. Although the 
o v e r a l l socio-economic composition of the communities has 
a l t e r e d , changes have occured p r i m a r i l y i n younger 
g e n e r a t i o n s than our p a t i e n t sample. The absence of 
socio-economic group V i s probably due onl y i n p a r t to 
the socio-economic composition of t h e s e communities. 
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Socio-economic group V s u f f e r both s o c i a l and economic 
disadvantage, l i v i n g i n poor q u a l i t y housing, w i t h low 
a c c e s s to f a c i l i t i e s and s e r v i c e s , which can c o n c a t i n a t e 
i n t o a whole nexus of problems ( R u t t e r and Madge, 1976; 
C o f f i e l d , 1981). Members of t h i s group are l e s s l i k e l y 
to remain at home during a s e v e r e i l l n e s s , s i n c e the 
minimum requirements f o r home c a r e are u n l i k e l y to 
be met ( C a r t w r i g h t e t a l , 1973). Thus the absence of 
socio-economic group V from our sample probably 
r e f l e c t s t h e i r r e l a t i v e absence from the t a r g e t 
population, v i z . p a t i e n t s r e c e i v i n g t e r m i n a l c a r e a t home 
from a g.p.. 
The age of the males i s on the whole s l i g h t l y h i g h e r than 
t h a t of the females (Table 5.06). One e f f e c t of age i s 
mentioned above, i n t h a t the age of the sample s p e c i f i e s 
when they entered the workforce. Age may thus be 
a s s o c i a t e d w i t h occupation and hence the socio-economic 
composition of the sample. I t i s a l s o important to note 
t h a t the m a j o r i t y of the sample were married and l i v i n g 
w i t h a spouse, s i n c e the spouse i s l i k e l y to be the main 
c a r e g i v e r i n most c a s e s . A l l of the men l i v e d w i t h a 
spouse who could nurse them i f need be, as one would 
expect on the b a s i s of C a r t w r i g h t e t a l • s (1973) study. 
But the p i c t u r e f o r the women i s somewhat d i f f e r e n t w i t h ii 
of the 11 dying women and none of the 5 c h r o n i c a l l y i l l 
women l i v i n g w i t h a spouse. However t h e s e c h r o n i c a l l y 
i l l p a t i e n t s tended not to need n u r s i n g c a r e of the s o r t 
r e q u i r e d by the t e r m i n a l l y i l l and were not so s e v e r e l y 
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r e s t r i c t e d as to be b e d f a s t . Of the ft t e r m i n a l l y i l l 
women (3 widows, 1 d i v o r c e e ) who d i d not l i v e w i t h a 
spouse, one had moved to the home of i n - l a w s , and the 
o t h e r s had made arrangements to ensure t h a t the help they 
r e q u i r e d was a v a i l a b l e i n t h e i r own homes from r e l a t i v e s , 
neighbours and/or s o c i a l s e r v i c e s . At the time of the 
study none of th e s e women had any mador n u r s i n g needs, but 
i n 2 c a s e s the g,p. i n d i c a t e d t h a t when the p a t i e n t 
d e t e r i o r a t e d she would probably have to be 
i n s t i t u t i o n a l i s e d . Again such a f i n d i n g i s i n l i n e w i t h 
what one would expect on the b a s i s of pr e v i o u s s t u d i e s . 
Thus although the women a r e a t pr e s e n t l i v i n g a t home 
they a r e more l i k e l y to be admitted i n t o h o s p i t a l before 
dying than a r e the men. The age d i f f e r e n c e between the 
t e r m i n a l l y i l l male and female p a t i e n t s probably r e f l e c t s 
a complex f u n c t i o n comprising of the d i f f e r e n t 
a v a i l a b i l i t y of a spouse to supply the n u r s i n g r e q u i r e d 
by homecare and d i f f e r e n t l i f e e x p e c t a n c i e s of males and 
females ( i t s e l f i n p a r t due to the d i f f e r e n t d i s e a s e s from 
which the sexes s u f f e r ) . Thus the observant r e a d e r may 
have n o t i c e d t h a t given the mo r b i d i t y of lung c a n c e r i n 
males t h i s group appears to be under r e p r e s e n t e d i n our 
sample. T h i s i s however not s u r p r i s i n g i f one t a k e s i n t o 
c o n s i d e r a t i o n the r a p i d course of t h i s d i s e a s e , which 
reduces the p r o b a b i l i t y t h a t such p a t i e n t s would be 
r e c e i v i n g c a r e a t home du r i n g the " a l l o c a t i o n p e r i o d " of 
the study. I t thus appears s a f e to conclude t h a t the 
demographic and e p i d e m i o l o g i c a l composition of the sample 
r e f l e c t s the t a r g e t population of study, and the g.p.s* 
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attempts to f u l f i l l our c r i t e r i a f o r p a t i e n t acceptance i n 
the study. 
I n t e r c o d e r and T e s t - R e t e s t R e l i a b i l i t i e s 
i . P a t i e n t i n t e r v i e w s A l l p a t i e n t i n t e r v i e w t r a n s c r i p t s 
were content a n a l y s e d by the r e s e a r c h e r (coder 1) and 
one independant coder (coder 2 ) . i n randomly p r e a s s i g n e d 
sequences, u s i n g the schedule reproduced i n Appendix 2. 
Randomly s e l e c t e d s u b s e t s of i n t e r v i e w s were a l s o coded 
by two f u r t h e r independant coders (coders 3 & 4 ) . F u r t h e r 
random s u b s e t s were recoded by coders 1 and 2 a t l e a s t 4 
weeks a f t e r t h e i r i n i t i a l coding of the i n t e r v i e w s . 
I n t e r c o d e r and t e s t - r e t e s t r e l i a b i l i t i e s were c a l c u l a t e d 
u s i n g Kappa (Cohen, 1960) f o r a l l p o s s i b l e i n t e r c o d e r and 
t e s t - r e t e s t comparisons. Mean i n t e r v i e w Kappa v a l u e s f o r 
these comparisons are presented f o r i n t e r c o d e r 
r e l i a b i l i t i e s i n Table 5.07 and f o r t e s t - r e t e s t 
r e l i a b i l i t i e s i n Table 5.08 below. 
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Table 5.07 In t e r c o d e p r e l i a b i l i t i e s . Mean I n t e r v i e w Kappa v a l u e s 
f o r codings of p a t i e n t i n t e r v i e w s f o r each comparison 
made. 
P a t i e n t l v s 2 l v s 3 lvsft 2vs3 2vsft 3vsft 
Number 
1 0.75 0. 60 - 0. 70 - — 
2 0.73 - - - - — 
3 0. 96 - - - - -
ft 0.53 - - - - — 
5 0. 68 - - - - — 
6 0. 80 0. 88 - 0.79 - — 
7 0.93 - 0. 92 - 0. 95 -
8 0. 82 - - - - — 
9 0. 67 - - - - — 
10 0. 70 0. 65 - 0.59 - — 
11 0. 82 - 0. 83 - 0. 80 -
12 0.7ft 0. 7ft - 0. 82 - -
13 0. 79 0. 55 - 0.57 - — 
15 O. 60 0.75 - 0. 68 - -
16 0.6ft - - - - — 
17 0. 62 - 0. ft9 - - -
19 0. 53 - - - — — 
20 0.63 - - - - -
21 0.6ft - - - - -
22 0. 69 - - - - -
23 0. 57 - - - - -
24 0. 82 - - - - -
26 0.79 - - - - -
27 0. 52 - - - - -
Table 5.Q8 
T e s t - r e t e s t r e l i a b i l i t i e s . Mean i n t e r v i e w Kappa v a l u e s 
f o r codings of ft randomly s e l e c t e d p a t i e n t i n t e r v i e w s 
P a t i e n t number Coder 1 Coder 2 
Oft 
10 
20 
21 
0. 72 
0. 68 
0.8ft 
0.61 
0.6ft 
0. 70 
0. 58 
0.66 
i i . G.p. i n t e r v i e w s E i g h t independant coders, n a i v e 
to the e x a c t n a t u r e of the study and who had not been 
i n v o l v e d i n the e a r l i e r development of the content 
a n a l y s i s , coded the g.p. i n t e r v i e w t r a n s c r i p t s . Each 
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coder coded one t r a n s c r i p t s e l e c t e d a t random, so t h a t 
each t r a n s c r i p t was independantly coded t w i c e . Two coder 
recoded t h e i r t r a n s c r i p t s 4-6 weeks l a t e r to permit 
t e s t - r e t e s t r e l i a b i l i t i e s to be c a l c u l a t e d . 
i n t e r v i e w Kappa v a l u e s f o r each 
t e s t - r e t e s t comparison are presented i n Table 5.09 
Mean 
i n t e r s c o r e r and 
Table 5.09 
I n t e r c o d e r and t e s t - r e t e s t r e l i a b i l i t i e s . Mean 
i n t e r v i e w Kappa v a l u e s f o r codings of g.p. i n t e r v i e w s 
f o r each comparison made. 
GP T r a n s c r i p t Mean Kappa 
I n t e r c o d e r 
Mean Kappa 
T e s t - r e t e s t 
V 
w 
X 
z 
0. 72 
0. 78 
0.65 
0.77 
0.73 
0. 71 
These v a l u e s of Kappa i n d i c a t e a r e a s o n a b l y high l e v e l of 
i n t e r c o d e r r e l i a b i l i t y . I n s p e c t i o n of the c a t e g o r y 
v a l u e s of Kappa from which the means were c a l c u l a t e d , 
r e v e a l s the lower v a l u e s (<0.60) to be the product of l a c k 
of t o t a l agreement between coders r a t h e r than 
disagreement. That i s coders o f t e n used c l o s e l y r e l a t e d , 
but d i f f e r e n t , c a t e g o r i e s to code the same item. To g i v e 
an example from the p a t i e n t content a n a l y s i s scheme, one 
of the coders may use the category " d e n i e s " f o r an item 
w h i l e another coded the item " d i s b e l i e v e s " . These two 
c a t e g o r i e s a r e c l e a r l y c l o s e l y r e l a t e d s e m a n t i c a l l y . 
" D e n i a l " may have a more a c t i v e c o n n o t a t i o n than 
" d i s b e l i e v e s " , but both r e f e r to an absense of c o n s c i o u s l y 
e x p r e s s e d knowledge. A weighted Kappa ( L i g h t , 1971; 
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F l e i s s , 1971, 1973) t a k e s i n t o account t h i s s o r t of c l o s e 
but not p e r f e c t agreement and would produce h i g h e r Kappa 
v a l u e s . However, the problems i n v o l v e d i n a s s i g n i n g a 
p r i o r i weights to a coding scheme, which i s not based on a 
nominal s c a l e , precluded i t s use, s i n c e weights would be 
a r b i t r a r y . 
The obtained v a l u e s of Kappa are, i f anything, 
c o n s e r v a t i v e i n t h e i r e s t i m a t i o n of agreement and i t i s 
s a f e to conclude t h a t t h e r e i s good i n t e r c o d e r and 
t e s t - r e t e s t r e l i a b i l i t y . Thus the content a n a l y s i s 
schemes r e p r e s e n t o b j e c t i v e measures of the i n t e r v i e w s . 
As o n l y U g.p.s took p a r t i n t h i s study, the sample i s too 
s m a l l to be ammenable to s t a t i s t i c a l a n a l y s i s of the 
content per se. Thus the content a n a l y s i s of the 
pres e n t s e t of g.p. i n t e r v i e w t r a n s c r i p t s was used to 
check the r e l i a b i l i t y of the content a n a l y s i s scheme only. 
The scheme w i l l , however, be used f o r a n a l y s i s of f u r t h e r 
s e t s of g.p. i n t e r v i e w s . 
S t a t i s t i c a l Methods 
The d a t a were a n a l y s e d u s i n g F t e s t s where a p p r o p r i a t e . 
The use of t a b l e s of the F - s t a t i s t i c i s a r e a s o n a b l e 
approximation to a randomisation t e s t , which forms the 
proper model where sampling i s not random from a c l e a r l y 
d e f i n e d p o p u l a t i o n (Edgington, 1980). S i n c e g.p.s form 
the b l o c k s of a randomised b l o c k s design each main e f f e c t 
or i n t e r a c t i o n between f a c t o r s was t e s t e d a g a i n s t the 
corresponding i n t e r a c t i o n or h i g h e r order i n t e r a c t i o n as 
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e r r o r term (Keppel, 1973). The main e f f e c t s and 
i n t e r a c t i o n s i n v o l v i n g the g.p.s themselves were t e s t e d 
a g a i n s t the " w i t h i n c e l l s " , e r r o r v a r i a n c e , each c e l l 
c o n s i s t i n g of the two p a t i e n t s i n each of t h a t g.p.'s 
groups. Where the assumption u n d e r l y i n g the use of the 
F - s t a t i s t i c were c l e a r l y not met, a non-parametric t e s t 
was used. 
The d a t a were f i r s t s u b j e c t e d to an e x p l o r a t o r y data 
a n a l y s i s (E.D.A.) (Tukey, 1977) and r e l e v a n t p a t t e r n s i n 
the d a t a have been e x t r a c t e d f o r the c o n f i r m a t i o n 
s t a t i s t i c s r e p o r t e d here. Where a p p r o p r i a t e the s c a l e 
of measurement has been transformed (Tukey, 1977)* No 
attempt i s made to r e p o r t every p o s s i b l e comparison or 
c o r r e l a t i o n , nor has any attempt been made to combine the 
v a r i a b l e s i n t o a s i n g l e m u l t i v a r i a t e a n a l y s i s . 
N o r m a l i s a t i o n of raw data T r a n s c r i p t l e n g t h v a r i e d 
w i d e l y and thus the raw number of u t t e r a n c e s i s not an 
ap p r o p r i a t e measure of d i f f e r e n c e s between p a t i e n t s , as i t 
would p r i m a r i l y r e f l e c t d i f f e r e n c e s i n the t o t a l amount 
s a i d by a p a t i e n t d u r i n g an i n t e r v i e w r a t h e r than any 
u n d e r l y i n g p s y c h o l o g i c a l v a r i a b l e s . Moreover i n t e r v i e w 
l e n g t h may be onl y d i s t a n t l y r e l a t e d to p a t i e n t 
p s y c h o l o g i c a l s t a t e , s i n c e i t may be dependant on some 
i n t e r v i e w e r o r s i t u a t i o n a l v a r i a b l e . Frequency of 
u t t e r a n c e i s thus used as a measure of p a t i e n t 
p s y c h o l o g i c a l s t a t e . T h i s n o r m a l i s a t i o n was a c h i e v e d by 
c a l c u l a t i n g the mean number of u t t e r a n c e s per page of 
-184-
t r a n s c r i p t f o r each category. A number of c a t e g o r i e s of 
the content a n a l y s i s scheme had very low f r e q u e n c i e s i n 
the r e l e v a n t c e l l s , because they were seldom used by 
coders. Two c a t e g o r i e s which were seldom used were 
" d e n i a l " and " d i s b e l i e f " . S i n c e t h e s e two are s i m i l a r 
i n meaning, they are combined to form a s i n g l e 
category " d e n i a l or d i s b e l i e f " . The other c a t e g o r i e s 
seldom used were a l l i n the "source of knowledge" 
c l a s s i f i c a t i o n s e c t i o n of the content a n a l y s i s scheme. 
Those c a t e g o r i e s r e l a t i n g to sources of i n f o r m a t i o n other 
than the g.p. were thus combined. A n a l y s i s of source 
of knowledge i s t h e r e f o r e based on a dichotomous 
c l a s s i f i c a t i o n ; "knowledge from g.p." vs "knowledge from 
other s o u r c e s " . Such amalgamation of c a t e g o r i e s i s a 
standard p r a c t i c e i n r e s e a r c h u s i n g content a n a l y s i s 
schemes, and i s one advantage of u s i n g h i e r a r c h i c a l 
schemes such as ours ( H o l s t i , 1968). 
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R e s u l t s of S t a t e - T r a i t Anxiety I n v e n t o r y 
Group mean A - s t a t e and A - t r a i t s c a l e s c o r e s f o r the 3 
p a t i e n t groups are presented i n F i g u r e 5.01. There a r e 
no s i g n i f i c a n t d i f f e r e n c e s between groups on e i t h e r the 
A - s t a t e or A - t r a i t s c a l e s by a one way a n a l y s i s of 
v a r i a n c e (F<1 i n a l l c a s e s ) . The a n x i e t y l e v e l s measured 
by the two s c a l e s i n t h i s sample of p a t i e n t s are w e l l 
w i t h i n the normal range, group means approximating 
p u b l i s h e d p o p u l a t i o n norms ( S p i e l b e r g e r et a l , 1970). 
S.T.A.I. xl 
(STATE) 
S.T.A.I. x2 
( T R A I T ) 
Max. 
UJ 
on 
o U CO 
< 
CO Min. 
8 0 F 6.2= 0-87 
p > *05 
Max. 80p F6,2 = 0-24 
p > 05 
Min. 
K = Terminally ill with knowledge 
I = 11 " without knowledge 
C = Chronica l ly ill 
F i g u r e 5.01 
P a t i e n t group mean s c o r e s on the S t a t e - T r a i t A n x i e t y 
I n v e n t o r y s c a l e s A - s t a t e and A - t r a i t . 
-186-
A n a l y s i s of I n t e r v i e w Content 
Degree of knowledge about i l l n e s s At the beginning 
of the study a l l 4 g.p.s expressed doubt about t h e i r 
a b i l i t y to f u l f i l l an e s s e n t i a l requirement of the study, 
namely a c c u r a t e s e l e c t i o n of p a t i e n t s f o r the 3 groups. 
Although they expressed c e r t a i n t y about being a b l e to f i n d 
an adequate number of t e r m i n a l l y i l l p a t i e n t s to make up 
t h e i r sample o v e r a l l , a l l 4 i n d i c a t e d t h a t they were 
o f t e n u n c e r t a i n as to whether or not a p a t i e n t knew about 
the nature of h i s or her i l l n e s s . 
F i g u r e 5.02 shows the group means f o r the 3 p a t i e n t groups 
f o r the "complete knowledge" category f o r both d i a g n o s i s 
and prognosis. From t h i s f i g u r e i t i s c l e a r t h a t members 
of the t e r m i n a l l y i l l w i t h knowledge and c h r o n i c c o n t r o l 
groups spoke to roughly s i m i l a r e x t e n t s about t h e i r 
diagnoses. The t e r m i n a l l y i l l without knowledge group 
spoke c o n s i d e r a b l y l e s s about d i a g n o s i s than the o t h e r two 
groups. The o v e r a l l shape f o r prognosis i s s i m i l a r to 
t h a t f o r d i a g n o s i s , although the group mean l e v e l s a r e 
lower, i n d i c a t i n g l e s s t a l k about prognosis f o r a l l 3 
groups. Furthermore the c h r o n i c c o n t r o l group mean and 
i n d i v i d u a l l e v e l s a r e r e l a t i v e l y lower than those f o r 
the t e r m i n a l l y i l l with knowledge group, probably 
r e f l e c t i n g the f a c t t h a t c h r o n i c i l l n e s s does not i n a 
sense have a prognosis. The t e r m i n a l l y i l l without 
knowledge group d i f f e r s from the o t h e r groups w i t h an even 
lower group mean. Only two members of t h i s group made 
any mention of prognosis during t h e i r i n t e r v i e w s . The 
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d i f f e r e n c e s between groups f o r e x p r e s s i o n of knowledge o 
d i a g n o s i s and prognosis a r e s t a t i s t i c a l l y s i g n i f i c a n 
C p < . 0 1 ] . 
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K - T e r m i n a l l y i l l 
w i t h knowledge 
I « T e r m i n a l l y i l l 
w i t h o u t knowledge 
C - C h r o n i c a l l y i l l 
K I C 
F i g u r e 5.02 
K i c 
i n t e r v i e w t r a n s c r i p t of the "complete knowledge" 
category f o r both d i a g n o s i s and prognosis f o r the 3 
p a t i e n t groups. 
Thus the pessimism expressed by the g.p.s about t h e i r 
a b i l i t y to d i s c r i m i n a t e between t e r m i n a l l y i l l p a t i e n t s 
who knew and those who d i d not, when s e l e c t i n g and 
a l l o c a t i n g p a t i e n t s f o r the study, appear/ to be 
u n j u s t i f i e d . The U g.p.s were a b l e to s e p a r a t e p a t i e n t s 
who knew from those who d i d not, a t l e a s t i n terms of the 
p a t i e n t s * w i l l i n g n e s s to e x p r e s s knowledge about t h e i r 
i l l n e s s , e s p e c i a l l y knowledge about prognosis. However 
"complete knowledge" i s a c a t e g o r y which i m p l i e s 
c o n s i d e r a b l e c e r t a i n t y and c l a r i t y about i n f o r m a t i o n , and 
s i n c e t h e r e a r e many l e v e l s a t which one might be s a i d t o 
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know something o t h e r than e x p l i c i t c e r t i t u d e , t h i s can 
only a c t as one i n d i c a t o r of knowledge. Thus we now 
c o n s i d e r the knowledge c a t e g o r i e s more f u l l y . 
F i g u r e 5.03 shows group mean f r e q u e n c i e s of u t t e r a n c e 
f o r the U knowledge c a t e g o r i e s "complete knowledge"• 
" s u s p i c i o n " , "not known" and " d e n i a l or d i s b e l i e f " f o r 
both d i a g n o s i s (open histograms) and prognosis (shaded 
h i s t o g r a m s ) . Comparison of the l e f t hand p a i r of 
histograms f o r each group i n F i g u r e 5.03 again r e v e a l s 
t h a t u t t e r a n c e s coded as "complete knowledge" occur more 
f r e q u e n t l y about d i a g n o s i s than about prognosis 
[Fl,3=27.47, p<0.053. F u r t h e r t h i s i s t r u e f o r each 
p a t i e n t group fudging both from the histograms and the 
a n a l y s i s of v a r i a n c e , s i n c e t h e r e i s no i n t e r a c t i o n 
between groups and the p r o g n o s i s / d i a g n o s i s f a c t o r 
[F2,6-1.44, p>0.l3. Yet the groups do d i f f e r i n o v e r a l l 
f r e q u e n c i e s of u t t e r a n c e of "complete knowledge" 
[F2,6=19.09, P<0.01]. 
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F i g u r e 5* 03 
Group mean f r e q u e n c i e s of u t t e r a n c e per page of 
i n t e r v i e w t r a n s c r i p t of the tl knowledge c a t e g o r i e s 
f o r d i a g n o s i s and prognosis s e p a r a t e l y f o r the 3 
p a t i e n t groups. 
As f a r as i t i s p o s s i b l e to Judge from the s p a r s e d a t a 
t h e r e i s no such d i f f e r e n c e between d i a g n o s i s and 
prognosis f o r the " d e n i a l or d i s b e l i e f " category. But 
t h e r e i s a d i f f e r e n c e f o r the "not known" category and i t 
i s i n the same d i r e c t i o n as "complete knowledge", a t l e a s t 
f o r the t e r m i n a l l y i l l without knowledge group of p a t i e n t s 
[p *=0.0l6 by Si g n T e s t ] ( S i e g e l , 1 9 5 6 ) . The d i f f e r e n c e 
between d i a g n o s i s and prognosis i s r e v e r s e d f o r the 
" s u s p i c i o n " category, which i s expressed more o f t e n f o r 
prognosis than d i a g n o s i s [ F l , 3 = 1 7 . 6 9 t p < 0 . 0 5 3 . Again 
the d i f f e r e n c e between d i a g n o s i s and prognosis i s s i m i l a r 
f o r each group [ f o r the i n t e r a c t i o n , F < 1 ] , but i n t h i s 
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c a s e t h e o v e r a l l f r e q u e n c i e s do n o t d i f f e r between g r o u p s 
[ F < 1 ] . T h e s e d i f f e r e n c e s p r o b a b l y o c c u r b e c a u s e t h e 
i m p l i e d c e r t a i n t y o f t h e " c o m p l e t e knowledge" and " n o t 
known" c a t e g o r i e s i s l e s s a p p r o p r i a t e t o p r o g n o s i s 
t h a n i t i s t o d i a g n o s i s . " S u s p i c i o n " t h e r e f o r e may be 
a r e l a t i v e l y more a p p r o p r i a t e c a t e g o r y o f u t t e r a n c e f o r 
p r o g n o s i s t h a n d i a g n o s i s , no m a t t e r t o w h i c h group t h e 
p a t i e n t b e l o n g s . 
S i n c e o u r main i n t e r e s t a t t h i s p o i n t i s i n group 
d i f f e r e n c e s and t h e s e a p p e a r t o be t h e same w h e t h e r t h e 
knowledge c a t e g o r y c o n c e r n s d i a g n o s i s o r p r o g n o s i s , we 
combined d i a g n o s i s and p r o g n o s i s f o r e a c h o f t h e 
knowledge c a t e g o r i e s i n o r d e r t o p r o v i d e more p o w e r f u l 
t e s t s o f n u l l h y p o t h e s e s . A l l f u r t h e r a n a l y s i s i s b a s e d 
on c a t e g o r i e s o f u t t e r a n c e e x p r e s s i n g d i f f e r e n t d e g r e e s 
o f knowledge about d i a g n o s i s a n d/or p r o g n o s i s combined. 
F i g u r e 5.0*1 p r e s e n t s t h e d a t a c o n s i d e r e d above i n t h i s 
form. The " c o m p l e t e knowledge" b l o c k o f h i s t o g r a m s 
r e v e a l how t h e 3 groups d i f f e r o v e r a l l i n t h e i r 
e x p r e s s i o n s o f knowledge about t h e i r i l l n e s s e s , a 
d i f f e r e n c e w h i c h i s s t a t i s t i c a l l y s i g n i f i c a n t 
[F2,6«19.09. p<0.01]. T h e r e a r e no s t a t i s t i c a l l y 
s i g n i f i c a n t d i f f e r e n c e s between t h e groups i n e x p r e s s i o n 
o f " s u s p i c i o n " about t h e n a t u r e o f t h e I l l n e s s , 
[ F2,6=1.09t p<0.053. But t h e r e were s i g n i f i c a n t 
d i f f e r e n c e s i n t h e "not known" [p-0.0013 by r a n d o m i s a t i o n 
t e s t s ] and t h e " d e n i a l o r d i s b e l i e f " c a t e g o r i e s [p<0.05 by 
an a p p r o x i m a t e r a n d o m i s a t i o n t e s t . S t i l l and White, 1981 ] . 
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COMPLETE 
K N O W L E D G E 
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1 DENIAL OR DISBELIEF 
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PATIENT G R O U P 
K= T e r m i n a l l y i l l with k n o w l e d g e 
I = " w i t h o u t knowledge 
C - C h r o n i c a l l y i l l 
F i g u r e 5*Ob 
Group mean f r e q u e n c i e s o f u t t e r a n c e p e r page o f 
i n t e r v i e w t r a n s c r i p t of t h e H knowledge c a t e g o r i e s 
( d i a g n o s i s and p r o g n o s i s combined) f o r t h e 3 p a t i e n t 
g r o u p s . 
F i g u r e 5.05 shows t h e p a t i e n t group mean f r e q u e n c i e s f o r 
" c o m p l e t e knowledge" f o r e a c h o f t h e g.p.s s e p e r a t e l y . 
The group d i f f e r e n c e s a p p e a r t o be about t h e same f o r 
e a c h g.P.» and p a t i e n t g r oups do not d i f f e r 
s i g n i f i c a n t l y [F<1] a s a f u n c t i o n o f g-p. nor i s t h e r e any 
g.p. by p a t i e n t group i n t e r a c t i o n [ F * l ] . 
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F i g u r e 5» 05 
P a t i e n t group mean f r e q u e n c i e s of u t t e r a n c e p e r page o f 
i n t e r v i e w t r a n s c r i p t o f t h e " c o m p l e t e knowledge" 
c a t e g o r y ( d i a g n o s i s and p r o g n o s i s combined) f o r e a c h o f 
t h e ll g.p. s s e p e r a t e l y . 
S o u r c e o f knowledge F i g u r e 5-06 shows t h e mean 
f r e q u e n c i e s p e r page o f t h o s e u t t e r a n c e s coded under t h e 
s o u r c e o f knowledge c a t e g o r i e s f o r e a c h o f t h e 3 p a t i e n t 
groups. T h e r e i s a s i g n i f i c a n t s i m p l e e f f e c t o f group 
f o r u t t e r a n c e s , about s o u r c e o f knowledge [ F 2 . 6=1&. 59• 
p<0.01]. Thus t h e group o f t e r m i n a l l y i l l p a t i e n t s , who 
d i d n o t know about t h e i r I l l n e s s , s p e a k l e s s t h a n e i t h e r 
o f t h e o t h e r two groups about s o u r c e s o f knowledge. 
T h e r e i s a l s o a s i g n i f i c a n t i n t e r a c t i o n between groups and 
s o u r c e o f knowledge [F2,6=14.29* P<0.01]. The t e r m i n a l l y 
i l l p a t i e n t s w i t h knowledge about t h e i r i l l n e s s made 
r e l a t i v e l y more u t t e r a n c e s i n d i c a t i n g t h a t t h e i r knowledge 
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came from a s o u r c e o t h e r t h a n t h e i r g.p.. The c h r o n i c 
c o n t r o l p a t i e n t s made more r e f e r e n c e s t o t h e g.p. e s t h e 
s o u r c e o f t h e i r knowledge about t h e i r i l l n e s s . 
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Knowledge Knowledae 
CO From Other From GPs l u 
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K I C K I C 
K= Terminally ill with knowledge 
| = " without knowledge 
F i g u r e 5«Q6 
Group mean f r e q u e n c i e s o f u t t e r a n c e p e r page 
of i n t e r v i e w t r a n s c r i p t o f s o u r c e o f knowledge 
c a t e g o r i e s f o r t h e 3 p a t i e n t g roups. 
E v a l u a t i o n o f r e l a t i o n s h i p w i t h and competence o f g.p. 
A l t h o u g h t h e c o n t e n t a n a l y s i s c a t e g o r i s a t i o n scheme 
p e r m i t s a c o d e r t o make an e v a l u a t i v e d i s t i n c t i o n between 
u t t e r a n c e s , no u t t e r a n c e s were coded n e g a t i v e l y t o 
i n d i c a t e t h e r e l a t i o n s h i p w i t h t h e g.p. was bad o r t h a t 
t h e g.p. was c o n s i d e r e d t o be i n c o m p e t e n t . Thus a l l 
e v a l u a t i v e u t t e r a n c e s were i n d i c a t i v e o f p a t i e n t 
a p p r o v a l * 
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F i g u r e 5*07 shows group mean f r e q u e n c i e s f o r t h e 
e v a l u a t i v e u t t e r a n c e s . T h e r e were o n l y s l i g h t 
d i f f e r e n c e s between groups and t h e s e were n o t 
s i g n i f i c a n t . T h e r e was, however, a d i f f e r e n c e between 
g.p.s. More e v a l u a t i v e u t t e r a n c e s were made by t h e 
p a t i e n t s o f Dr.V ( F i g u r e 5 * 0 8 ) . T h i s main e f f e c t o f g.p.s 
was s i g n i f i c a n t [F3.12=3.92, p<0.053. Dr.V was o f 
I n d i a n e t h n i c o r i g i n and n e a r l y a l l o f h i s p a t i e n t s 
r e f e r r e d t o t h i s , g o i n g on t o a s s u r e t h e i n t e r v i e w e r t h a t 
he was an e x c e l l e n t d o c t o r . T h i s r a c i a l p r e o c c u p a t i o n 
p r o b a b l y a c c o u n t s f o r t h e d i f f e r e n c e s found. 
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F i g u r e 5*07 
Group mean f r e q u e n c i e s o f u t t e r a n c e p e r page o f 
i n t e r v i e w t r a n s c r i p t o f t h e " e v a l u a t i o n o f 
r e l a t i o n s h i p w i t h " and "competence o f " t h e g.p. 
c a t e g o r i e s f o r t h e 3 p a t i e n t g r o u p s . 
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F i g u r e §.08 
P a t i e n t group mean f r e q u e n c i e s o f u t t e r a n c e p e r page o f 
i n t e r v i e w t r a n s c r i p t of t h e e v a l u a t i v e c a t e g o r i e s by 
g» p» « 
L e n g t h o f i n t e r v i e w T h e r e was a s i g n i f i c a n t d i f f e r e n c e 
between groups i n t h e l e n g t h o f i n t e r v i e w s , a s r e f l e c t e d 
by number o f pages o f t r a n s c r i p t ( F i g u r e 5 . 0 9 ) . The 
t e r m i n a l p a t i e n t s w i t h knowledge o f t h e i r i l l n e s s p r o d u c e d 
t r a n s c r i p t s t h a t were on a v e r a g e a p p r o x i m a t e l y t w i c e a s 
l o n g a s t h o s e o f t h e o t h e r two g r o u p s . I n t e r v i e w l e n g t h 
was o s t e n s i b l y u n d e r c o n t r o l o f t h e p a t i e n t s , however i t 
i s p o s s i b l e t h a t t h e i n t e r v i e w e r u n i n t e n t i o n a l l y 
i n f l u e n c e d i n t e r v i e w l e n g t h . A l t h o u g h i n t e r v i e w s were 
c o n d u c t e d " b l i n d " t o group membership, on o c c a s i o n i t 
became c l e a r t o which group t h e p a t i e n t b e l o n g e d d u r i n g 
t h e i n t e r v i e w . To c h e c k w h e t h e r t h e i n t e r v i e w e r had 
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i n f l u e n c e d t h e i n t e r v i e w s i n t h i s way, h i s p e r c e p t i o n o f 
group membership, a s g u e s s e d a t t h e end o f t h e i n t e r v i e w , 
were u s e d t o c l a s s i f y t h e p a t i e n t s i n t o 3 " g u e s s e d 
g r o ups". A n a l y s i s of t h e i n t e r v i e w l e n g t h d a t a , when 
p a t i e n t s a r e c l a s s i f i e d on t h e b a s i s o f g u e s s e d group 
membership r a t h e r t han a c t u a l group membership, r e s u l t e d 
i n no s i g n i f i c a n t d i f f e r e n c e s between g r o u p s b e i n g found 
[F2,21=2.88, p>0.053. T h i s i s e v i d e n c e t h a t t h e 
d i f f e r e n c e between groups i s b e s t a c c o u n t e d f o r by 
d i f f e r e n c e s between t h e p a t i e n t s p e r s e , r a t h e r t h a n b e i n g 
an a r t i f a c t c r e a t e d by t h e s u r m i s e s and e x p e c t a t i o n s o f 
t h e i n t e r v i e w e r h i m s e l f . 
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F i g u r e 5.09 
Group mean l e n g t h s o f i n t e r v i e w i n pages o f 
t r a n s c r i p t s . 
C o r r e l a t i o n s amongst dependent v a r i a b l e s . 
Product-moment c o r r e l a t i o n s between A - s t a t e s c o r e s and t h e 
v a r i o u s c a t e g o r i e s o f t h e c o n t e n t a n a l y s i s and t r a n s c r i p t 
l e n g t h f o r t h e t h r e e g roups were s m a l l and not 
s i g n i f i c a n t . S i m i l a r low c o r r e l a t i o n s were found f o r 
A - t r a i t f e x c e p t w i t h i n t h e t e r m i n a l l y i l l w i t h o u t 
knowledge group. I n t h i s group A - t r a i t c o r r e l a t e d w i t h 
t r a n s c r i p t l e n g t h ( 0 . 7 6 ) and t h e " n o t known" c a t e g o r y 
(-0.71) and d i f f e r e d s i g n i f i c a n t l y from z e r o ( p < 0 . 0 5 ) ; 
w h i l e t h e c o r r e l a t i o n w i t h " c o m p l e t e knowledge" ( 0 . 5 0 ) was 
n o t s i g n i f i c a n t . I n a d d i t i o n t h e r e was a s i g n i f i c a n t 
p o s i t i v e c o r r e l a t i o n ( 0 . 7 7 ) between " c o m p l e t e knowledge" 
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and t r a n s c r i p t l e n g t h i n t h e t e r m i n a l l y i l l w i t h knowledge 
group and a n e g a t i v e c o r r e l a t i o n (-0.83) f o r t h e c h r o n i c 
c o n t r o l group ( F i g u r e 5 - 1 0 ) . 
V to Z 3 
< 
O 
O 2 
• Terminal ly ill 
W i t h K n o w l e d g e 
o Terminally ill 
Wi thout K n o w l e d g e 
A C h r o n i c a l l y ill 
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Mean frequency per page 
of 
" complete knowledge " 
F i g u r e 5.10 
S c a t t e r p l o t o f mean f r e q u e n c i e s o f u t t e r a n c e p e r page 
of i n t e r v i e w t r a n s c r i p t o f t h e " c o m p l e t e knowledge" 
c a t e g o r y a g a i n s t l o g t r a n s c r i p t l e n g t h i n pages. 
A s s o c i a t i o n s w i t h demographic v a r i a b l e s . 
( i ) S o c i o - e c o n o m i c s t a t u s . The p a t i e n t s i n t h e 
t e r m i n a l l y i l l w i t h o u t knowledge group were a l l manual 
w o r k e r s , w h e r e a s t h e o t h e r g roups c o n t a i n e d s e v e r a l 
non-manual w o r k e r s ( T a b l e 5 . 0 5 ) . I t i s p o s s i b l e t h a t 
manual w o r k e r s a r e l e s s l i k e l y t o make u t t e r a n c e s i m p l y i n g 
knowledge o f d i a g n o s i s and p r o g n o s i s , w h e t h e r o r not t h e y 
a c t u a l l y have knowledge. I t f o l l o w s t h a t t h e d i f f e r e n c e 
i n t h e f r e q u e n c i e s o f u t t e r a n c e c a t e g o r i s e d a s knowledge 
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o f d i a g n o s i s o r p r o g n o s i s c o u l d be a f u n c t i o n o f 
s o c i o - e c o n o m i c s t a t u s , r a t h e r t h a n o f knowledge i t s e l f . 
I f s o , a d i f f e r e n c e due to s o c i o - e c o n o m i c s t a t u s s h o u l d 
a p p e a r w i t h i n t h e o t h e r two groups. But mean f r e q u e n c y 
p e r page f o r t h e t r a n s c r i p t s o f i n t e r v i e w s w i t h t h e manual 
w o r k e r s i n t h e s e two groups was O.58, w h i l e f o r t h o s e w i t h 
t h e non-manual w o r k e r s i t was 0.45, a non s i g n i f i c a n t 
d i f f e r e n c e w h i c h i s not i n t h e d i r e c t i o n p r e d i c t e d by t h i s 
argument. O v e r a l l t h e mean t r a n s c r i p t l e n g t h was 32.75 
pages f o r manual, 27.5 pages f o r non-manual; t h i s 
d i f f e r e n c e i s not s i g n i f i c a n t and a g a i n i s not i n t h e 
p r e d i c t e d d i r e c t i o n . 
( i i ) Sex. The mean f o r " c o m p l e t e knowledge" was 0.64 
amongst t h e men, 0.61 amongst t h e women i n t h e t e r m i n a l l y 
i l l w i t h knowledge group; 0.13 and 0.25 r e s p e c t i v e l y i n 
th e t e r m i n a l l y i l l w i t h o u t knowledge group; and 0.39 and 
0.U3 i n t h e c h r o n i c c o n t r o l group. T h e s e d i f f e r e n c e s and 
a l s o c o m p a r a b l e d i f f e r e n c e s f o r t r a n s c r i p t l e n g t h , were 
w e l l w i t h i n c h a n c e e x p e c t a t i o n . Men were s i g n i f i c a n t l y 
more v a r i a b l e i n t h e i r f r e q u e n c i e s o f u t t e r a n c e s 
e x p r e s s i n g " c o m p l e t e knowledge" t h a n women; when e a c h 
f r e q u e n c y was e x p r e s s e d a s t h e modulus o f i t s n o r m a l 
d e v i a t e , t h e n men had s i g n i f i c a n t l y h i g h e r d e v i a t i o n 
s c o r e s ( F l , 2 2 = 7 . 9 0 , p<0.02). I n s p e c t i o n o f t h e i n d i v i d u a l 
s c o r e s s u g g e s t s t h a t t h i s was t o some e x t e n t t r u e o f e a c h 
group, though l e s s s o f o r t h e t e r m i n a l l y i l l w i t h o u t 
knowledge group. 
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( i i i ) Age. D i f f e r e n c e s i n v o l v i n g t h e c h r o n i c c o n t r o l 
group a g a i n s t t h e r e s t ( T a b l e s 5.04, 5.05 and 5 . 0 6 ) , c o u l d 
i n p r i n c i p l e be a c c o u n t e d f o r a s a f u n c t i o n o f age, but i n 
none o f our dependent v a r i a b l e s d i d t h i s group o f 
p a t i e n t s d i f f e r s t r a i g h t f o r w a r d l y i n t h i s way. The 
d i f f e r e n c e s r e v e a l e d by F i g u r e 5.06, where groups d i f f e r 
i n s o u r c e s o f knowledge, c o u l d be e x p l a i n e d i f p a t i e n t s ' 
s o u r c e s of knowledge change from " o t h e r s o u r c e s " t o g.p.s 
a s t h e y g e t o l d e r . But t h e c o r r e l a t i o n s w i t h i n g roups 
between age and t h e s e two c a t e g o r i e s were s m a l l and w e l l 
w i t h i n c h a n c e e x p e c t a t i o n , w h i c h s u g g e s t s t h a t t h e 
d i f f e r e n c e s a r e not a f u n c t i o n o f age. 
Low c o r r e l a t i o n s were found between age and both " c o m p l e t e 
knowledge" and t r a n s c r i p t l e n g t h i n both t h e t e r m i n a l l y 
i l l w i t h knowledge and t h e c h r o n i c c o n t r o l groups. The 
c o r r e l a t i o n s w i t h i n t h e t e r m i n a l l y i l l w i t h o u t knowledge 
group were l a r g e r ( T a b l e 5 - 1 0 ) . T a k i n g A - t r a i t and age a s 
t h e p r e d i c t o r v a r i a b l e s , t h e m u l t i p l e c o r r e l a t i o n w i t h 
"not known" was 0.88, w i t h " c o m p l e t e knowledge" 0.92, and 
w i t h t r a n s c r i p t l e n g t h 0.80. Thus 77% and 8 5 * o f t h e 
v a r i a n c e was p r e d i c t e d i n t h e c a s e o f t h e two knowledge 
c a t e g o r i e s . A - t r a i t c o n t r i b u t e d most o f t h e v a r i a n c e i n 
both c a s e s , though t h e low c o r r e l a t i o n between A - t r a i t and 
age s u g g e s t s t h a t age made an i n d e p e n d e n t c o n t r i b u t i o n . 
T h i s was c o n f i r m e d i n t h e c a s e o f " c o m p l e t e knowledge" 
s i n c e t h e p a r t i a l c o r r e l a t i o n w i t h age when A - t r a i t was 
h e l d c o n s t a n t was -0.90 ( F l , 5 = 1 0 . 3 6 , p<0.01). I n t h e c a s e 
o f "not known", however, t h e p a r t i a l c o r r e l a t i o n s were 
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0.75 w i t h A - t r a i t when age was h e l d c o n s t a n t , 0.40 w i t h 
age when A - t r a i t was h e l d c o n s t a n t , w h i c h were c l o s e t o 
t h e o r d i n a r y c o r r e l a t i o n s . 
T a b l e 5.10 
Product-moment c o r r e l a t i o n s between f i v e v a r i a b l e s 
amongst t h e t e r m i n a l l y i l l p a t i e n t s w i t h o u t knowledge 
group. 
1 2 3 4 5 
1. T r a i t .23 
A n x i e t y 
- . 8 1 * * . 50 . 76* 
2. Age .17 -.64 .43 
3. "Not known" -.71 * -.50 
4. "Complete 
knowledge" 
. 21 
5. T r a n s c r i p t 
l e n g t h 
* s i g n i f i c a n t a t p=.05 
** s i g n i f i c a n t a t p=.01 
Summary 
The r e s u l t s o f t h e s t a t i s t i c a l a n a l y s i s o f t h i s s t u d y c a n 
be summarised a s f o l l o w s : 
1. The t h r e e groups, t e r m i n a l l y i l l w i t h knowledge, 
t e r m i n a l l y i l l w i t h o u t knowledge, and c h r o n i c c o n t r o l s , 
d i f f e r e d i n f r e q u e n c y o f e x p r e s s i o n o f knowledge about t h e 
i l l n e s s , t h e t e r m i n a l l y i l l w i t h knowledge group s h o w i n g 
t h e most, t e r m i n a l l y i l l w i t h o u t knowledge t h e l e a s t . 
2. The t e r m i n a l l y i l l w i t h knowledge group w e r e 
r e l a t i v e l y more l i k e l y t o g e t knowledge from " o t h e r 
s o u r c e s " ( u s u a l l y a h o s p i t a l ) , t h e c h r o n i c c o n t r o l group 
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from t h e g.p.. 
3. The t r a n s c r i p t l e n g t h s o f t h e t e r m i n a l l y i l l w i t h 
knowledge group were l o n g e r t h a n t h o s e o f the o t h e r two 
groups, p o s s i b l y r e f l e c t i n g a g r e a t e r w i l l i n g n e s s t o t a l k 
about a s p e c t s o f t h e i r i l l n e s s and t r e a t m e n t . 
4. The f r e q u e n c y o f " c o m p l e t e knowledge" u t t e r a n c e s was 
p o s i t i v e l y c o r r e l a t e d w i t h t r a n s c r i p t l e n g t h i n t h e 
t e r m i n a l l y i l l w i t h knowledge group, n e g a t i v e l y i n t h e 
c h r o n i c c o n t r o l group. 
5- The groups d i d not d i f f e r on e i t h e r T r a i t o r S t a t e 
A n x i e t y S c a l e s c o r e s . 
6. I n t h e t e r m i n a l l y i l l w i t h o u t knowledge group ( b u t 
not t h e o t h e r g r o u p s ) T r a i t A n x i e t y and age were 
c o r r e l a t e d p o s i t i v e l y w i t h t r a n s c r i p t l e n g t h and (most 
c l e a r l y i n t h e c a s e o f age) w i t h f r e q u e n c y o f " c o m p l e t e 
knowledge" u t t e r a n c e s , n e g a t i v e l y w i t h f r e q u e n c y o f "not 
known" u t t e r a n c e s . 
7- Men were more v a r i a b l e i n f r e q u e n c i e s o f c o m p l e t e 
knowledge u t t e r a n c e s than women. 
D i s c u s s i o n o f t h e s e r e s u l t s i s h e l d o v e r u n t i l C h a p t e r 8, 
a f t e r c o n s i d e r a t i o n of t h e q u a l i t a t i v e a n a l y s i s o f t h e s e 
i n t e r v i e w s . 
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CHAPTER 6 
B e f o r e S t . P e t e r c a l l s ; A q u a l i t a t i v e a n a l y s i s o f g.p 
and p a t i e n t i n t e r v i e w s . 
" I t ' s n ot t h a t I'm a f r a i d t o d i e . I d u s t don't want t o be 
t h e r e when i t happens." Woody A l l e n : Love and Death 
I n t h i s c h a p t e r we p r e s e n t a q u a l i t a t i v e a n a l y s i s o f t h e 
i n t e r v i e w s w i t h g.p.s and t h e i r p a t i e n t s . I n t h i s 
a n a l y s i s , themes common t o many o f t h e i n t e r v i e w e e s w i l l 
be drawn o u t t o e x p l i c a t e t h e p r e o c c u p a t i o n s o f p a t i e n t s 
and d o c t o r s . As w e l l a s s i m i l a r i t i e s , d i f f e r e n c e s 
between both groups and i n d i v i d u a l s a r e exposed a l s o . 
B e f o r e t u r n i n g t o t h e a n a l y s i s i t s e l f and i n l i n e w i t h t h e 
p o i n t s about a n a l y t i c method made above a few words on t h e 
s t a t u s o f t h e f a c e v a l u e o f what i s s a i d by i n f o r m a n t s . 
A number o f q u e s t i o n s r e q u e s t t h e g.p. t o e x p l a i n , f o r 
example, h i s p o l i c y on t e l l i n g o r not t e l l i n g t e r m i n a l 
p a t i e n t s about t h e n a t u r e o f t h e i l l n e s s . T h e s e s t a t e d 
p o l i c i e s a r e c o n s i d e r e d i n c o m p a r i s o n t o one a n o t h e r , a s 
w e l l a s i n c o m p a r i s o n w i t h what i s r e v e a l e d about how i t 
may work o u t i n p r a c t i c e and/or s t a t e m e n t s 
c o n t r a d i c t i n g a s t a t e d p o l i c y . Two l i n e s o f q u e s t i o n i n g 
adopted d u r i n g I n t e r v i e w 1 w i t h g.p.s a r e o f p a r t i c u l a r 
r e l e v a n c e . F i r s t , t h e s t a t e d p o l i c i e s o f t h e g.p.s were 
p r e d o m i n a n t l y e l i c i t e d by q u e s t i o n s 7 t o 12 o f t h e 
i n t e r v i e w s c h e d u l e . S i n c e e a c h g.p. had p r i o r w a r n i n g 
o f t h e f a c t t h a t he would be I n t e r v i e w e d about t e r m i n a l 
c a r e i t would be r e a s o n a b l e f o r him t o e x p e c t q u e s t i o n s o f 
t h i s s o r t . Hence he might t h i n k more t h a n he would 
n o r m a l l y about t h e i s s u e s i n v o l v e d , even i f he d i d n o t 
c o n s c i o u s l y a t t e m p t t o p r e s e n t an o v e r f a v o u r a b l e image o f 
h i m s e l f ( f a k e g ood). Thus r e s p o n s e s t o t h e s e q u e s t i o n s 
may r e p r e s e n t " a u t h o r i s e d v e r s i o n s " c o n s c i o u s l y 
c o n s i d e r e d and rehearsed. But s e v e r a l q u e s t i o n s d u r i n g t h e 
i n t e r v i e w w h i c h were n o t o v e r t l y s e e k i n g i n f o r m a t i o n a b o u t 
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p o l i c y , e l i c i t e d responses r e v e a l i n g a s p e c t s o f t h a t 
p o l i c y . Q u e s t i o n s t h a t asked t h e d o c t o r t o d e s c r i b e 
p r e v i o u s e x p e r i e n c e s w i t h t e r m i n a l p a t i e n t s t e n d e d t o 
r e s u l t i n res p o n s e s r e v e a l i n g a s p e c t s o f p o l i c y . 
Second, w h i l e d i s c u s s i n g p a t i e n t case h i s t o r i e s , a l l o f 
t h e g.p.s made comments w h i c h r e v e a l e d a s p e c t s o f p o l i c y . 
Most o f t h e s e were t o p o i n t o u t how t h e case i n q u e s t i o n 
e x e m p l i f i e d a s t a t e d p o l i c y , b u t some i n d i c a t e d how o r 
why t h e case under r e v i e w c o n t r a d i c t e d t h a t p o l i c y and/or 
was p r o b l e m a t i c . On t h e o t h e r hand some comments d i d 
n o t appear t o be r e c o g n i s e d by t h e g.p. as c o n f l i c t i n g 
w i t h what had been s a i d a t some o t h e r t i m e . A l t h o u g h 
t h e s e examples r e f e r t o g.p. i n t e r v i e w s , t h e same 
p r i n c i p l e s a p p l y t o i n t e r v i e w s w i t h p a t i e n t s . 
D i s c r e p a n c i e s w i t h i n p a t i e n t and g.p. i n t e r v i e w s , and 
between p a t i e n t and g.p. i n t e r v i e w s may o c c u r f o r a number 
o f r e a s o n s , r e p r e s e n t i n g e i t h e r i n t e n t i o n a l 
m i s r e p r e s e n t a t i o n o r genui n e a m b i v a l e n c e by e i t h e r 
o r b o t h p a r t i e s ( c . f . Chapter U S e c t i o n 1 ) . 
We now t u r n t o t h e a n a l y s i s o f i n t e r v i e w s and t h e n e x t 
s e c t i o n p r i m a r i l y c o n s i d e r s g.p. i n t e r v i e w 1 ( n o t e 
1 ) . Thus t h e a n a l y s i s i n t h i s s e c t i o n c o n s i s t s o f a 
p r e s e n t a t i o n o f t h e d o c t o r s * p e r s p e c t i v e s t o t e r m i n a l 
c a r e , when q u e s t i o n e d i n t h e a b s t r a c t about t h e i r a pproach 
t o t h e c a r e o f t h e t e r m i n a l l y i l l . We t h e n t u r n t o 
c o n s i d e r t h e i n t e r v i e w s w i t h p a t i e n t s and t h e g.p. case 
h i s t o r y i n t e r v i e w s . The a n a l y s i s h e r e t h e n i s co n c e r n e d 
w i t h c o n c r e t e examples o f t e r m i n a l c a r e a t home, f o r w h i c h 
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we have a c c o u n t s f r o m two s o u r c e s , p a t i e n t s and g.p.s. 
I n p a r t i c u l a r we w i l l be c o n s i d e r i n g how much t h e p a t i e n t s 
know about t h e i r i l l n e s s e s , how t h e y g a i n e d such knowledge 
(where t h i s i s a p p r o p r i a t e ) , and how much t h e g.p.s know 
about what t h e i r p a t i e n t s know. To t h e s e ends we 
c o n s i d e r each p a t i e n t i n t h e two t e r m i n a l groups w i t h 
t h e i n t e n t i o n o f p a i n t i n g f o r t h e r e a d e r a p i c t u r e o f 
t h e i n t e r a c t i o n s t h a t o c c u r between t h e s e g.p.s and 
p a t i e n t s . The f i n a l s e c t i o n p r e s e n t s a b r i e f summary o f 
t h e i n t e r v i e w a n a l y s i s p r e s e n t e d i n t h i s c h a p t e r . T h i s 
a c t s as a b r i d g e t o C h a pter 7 i n w h i c h we f o r w a r d a 
t y p o l o g y o f s t r a t e g i e s used by g.p.s and p a t i e n t s when 
i n t e r a c t i n g d e v e l o p e d f r o m t h e a n a l y s i s r e p o r t e d i n t h i s 
c h a p t e r . A more co m p l e t e summary o f t h e p r e s e n t c h a p t e r 
i s p r e s e n t e d a t t h e b e g i n n i n g o f C h a pter 8. 
G.P.*s P e r s p e c t i v e s 
Meaning o f t e r m i n a l i l l n e s s When d e s c r i b i n g what was 
meant by t e r m i n a l i l l n e s s t h e g.p.s a l l r e f e r r e d t o t h e 
i n c u r a b l e n a t u r e o f t h e i l l n e s s , t h a t i t w o u l d r e s u l t i n 
t h e d e a t h o f t h e p a t i e n t w i t h i n a m a t t e r o f months and 
t h a t t h e i r own t a s k w o u l d be t o o f f e r some k i n d o f 
p a l l i a t i v e t r e a t m e n t . Thus a l l t h e g.p.s' d e f i n i t i o n s 
i n c l u d e a l l H o f t h e d e f i n i n g c h a r a c t e r i s t i c s o f 
t e r m i n a l i l l n e s s t o be f o u n d i n t h e " t e x t book" 
d e f i n i t i o n . However, i n a d d i t i o n t h e y a l l s a i d t h a t 
c a n c e r was t h e commonest s o r t o f t e r m i n a l i l l n e s s , and 
m e n t i o n e d " c a n c e r " as i f , even t h o u g h i t was n o t a c t u a l l y 
p a r t o f t h e t e x t b o o k d e f i n i t i o n , i t was a l m o s t a synonym 
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o f " t e r m i n a l i l l n e s s " 
Aim o f t r e a t m e n t The aims o f t h e g.p.s when t r e a t i n g 
t h e t e r m i n a l l y i l l were h i g h l y s i m i l a r . A l l s t r e s s e d t h e 
need t o o f f e r p a l l i a t i v e c a r e t o make t h e p a t i e n t ' s l i f e 
as c o m f o r t a b l e as p o s s i b l e u n t i l he o r she d i e d . 
A l t h o u g h t h e y had t o o f f e r "some m e d i c a t i o n t o make l i f e 
e a s i e r " ( D r . Z i ) , t h i s was o n l y one p a r t o f p a l l i a t i o n . 
They f e l t t h a t t h e b e s t t e r m i n a l c a r e c o u l d be o f f e r e d t o 
a p a t i e n t i n h i s o r h e r own home, w i t h t h e p r o v i s o t h a t 
t h e p a t i e n t ' s f a m i l y had t o be w i l l i n g and a b l e t o cope 
w i t h t h e n u r s i n g l o a d t h a t home c a r e r e q u i r e d . Home c a r e 
was n o t o n l y p r e f e r e d , t y p i c a l l y t h i s was where such 
p a t i e n t s were t r e a t e d . The r a t i o n a l e s f o r p r e f e r r i n g 
home t r e a t m e n t p r o f f e r e d were v e r y s i m i l a r . C e n t r a l t o 
a l l f o u r was t h e a s s e r t i o n t h a t p a t i e n t s were h a p p i e r i n 
t h e f a m i l i a r s u r r o u n d i n g s o f home, f r e e f r o m t h e 
r e g i m e n t a t i o n imposed i n h o s p i t a l . One g.p. went so f a r 
as t o a s s e r t t h a t i f he d i d n o t t r e a t a p a t i e n t a t home 
t h e n he was " a b d i c a t i n g (on h i s ) r e s p o n s i b i l i t y t o t h e 
f a m i l y " ( D r . W i ) . R e s p o n s i b i l i t y t o t h e f a m i l y , r a t h e r 
t h a n t h e p a t i e n t p e r se, was a n o t h e r p o i n t on which t h e r e 
appeared t o be agreement. For w h a t e v e r h i s p o l i c y t o w a r d 
i n f o r m i n g t h e p a t i e n t about h i s o r h e r i l l n e s s , each one 
s a i d t h a t he always i n f o r m e d a c l o s e r e l a t i v e . 
I n f o r m i n g t e r m i n a l p a t i e n t s . I n c o n t r a s t t o t h e g e n e r a l 
agreement r e v e a l e d above, t h e g.p.s* p o l i c i e s on i n f o r m i n g 
t h e t e r m i n a l l y i l l p a t i e n t about t h e i l l n e s s d i f f e r i n a 
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number o f ways. Below we c o n s i d e r i n t u r n what each g. p 
had t o say about i n f o r m i n g p a t i e n t s . 
Dr.V espouses a p a s s i v e p o l i c y on whether o r n o t t o t e l l a 
p a t i e n t he o r she i s d y i n g , t h e i n i t i a t i v e b e i n g 
o s t e n s i b l y l e f t t o t h e p a t i e n t . B e f o r e b e i n g asked V 
s p o n t a n e o u s l y e x p l a i n e d t h a t . 
"...what I do w i t h my p a t i e n t s who a r e t e r m i n a l l y i l l 
u n l e s s t h e y a r e v e r y f o r t h c o m i n g and t h e y s t r a i g h t 
away ask " D o c t o r am I h a v i n g cancer, w i l l I d i e ? " , 
t h e n I t h i n k I w i l l t e l l them s t r a i g h t away t h a t , y e s , 
t h e y a r e p r o b a b l y d y i n g . But most o f them, t h e 
m a j o r i t y o f p a t i e n t s won't ask t h a t s o r t o f q u e s t i o n , 
so I d o n ' t t e l l them t h a t t h e y a r e d y i n g , because I 
do n ' t t h i n k i t i s f a i r t o them t o t e l l them". 
( D r . V i ) 
( 6 . 1 ) 
L a t e r when e x p l i c i t l y asked, he r e p l i e d : 
"No I d o n ' t t e l l them, u n l e s s t h e p a t i e n t i s b o l d 
enough o r courageous enough t o ask me s t r a i g h t away 
somet h i n g l i k e , "Am I s u f f e r i n g f r o m cancer o r f r o m 
t h i s o r f r o m t h a t ? " At t h a t t i m e I don't l i e t o them, 
I t e l l them t h e f a c t s . But n o r m a l l y as r o u t i n e I d o n ' t 
t e l l my p a t i e n t s t h a t t h e y a r e g o i n g t o d i e f r o m 
cancer o r f r o m a h e a r t a t t a c k o r whatever i t i s u n l e s s 
t h e y ask me. My a t t i t u d e t o t h i s i s t o keep them 
c o m f o r t a b l e . I don't promise a n y t h i n g you know, I 
d o n ' t promise them t h e y a r e g o i n g t o g e t b e t t e r , b u t 
a t t h e same t i m e I don't say t h a t you a r e g o i n g t o 
d i e . . . . Something happened t o me once.... I t was n o t 
here b u t when I worked i n a h o s p i t a l and a t t h a t t i m e 
I had a p a t i e n t who.... when he saw t h i n g s were n o t 
r i g h t he asked me s t r a i g h t away, " D o c t o r , w i l l you 
p l e a s e g i v e me an honest answer?" I s a i d " s u r e , what 
i s y o u r p roblem?" and he s a i d " w e l l t e l l me am I 
s u f f e r i n g f r o m cancer o r t h i s o r t h a t ? " and he was and 
so I had t o t e l l him. because a t t h a t p o i n t i t wasn't 
f a i r t h a t I s h o u l d n ' t . When somebody i s a s k i n g I 
s h o u l d do i t . I s h o u l d keep them i n t h e p i c t u r e . I 
s h o u l d n ' t keep t h e i n f o r m a t i o n away f r o m him, because 
he i s e n t i t l e d t o know i f he wants t o . A f t e r a l l i t i s 
h i s own l i f e and he i s e n t i t l e d t o know. . . .just t h a t 
once i t has been l i k e t h a t . . . No, I haven't t o l d any 
p a t i e n t e x c e p t t h a t one". 
( D r . V i ) 
( 6 . 2 ) 
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The " I t h i n k " i n t h e f o r t h l i n e o f Q u o t a t i o n 6.1 may 
e x p r e s s a r e a l u n c e r t a i n t y and n o t be .just a pause f i l l e r . 
O nly one p a t i e n t has e v e r asked Dr.V t h e n e c e s s a r y 
q u e s t i o n and t h a t was i n h o s p i t a l where t h e s i t u a t i o n i s 
v e r y d i f f e r e n t t o t h a t i n g e n e r a l p r a c t i c e . I t f o l l o w s 
f r o m V's remark t h a t he has never t o l d a p a t i e n t about 
i m p e n d i n g d e a t h i n h i s p r e s e n t p r a c t i c e , and h i s avowed 
p o l i c y o f t e l l i n g i f asked, has never been p u t t o t h e 
t e s t . F u r t h e r V d i d n o t make t h e d i s t i n c t i o n between 
p a s s i v e l y w a i t i n g f o r a q u e s t i o n and a c t i v e l y e l i c i t i n g 
one. Both a w a i t i n g a q u e s t i o n and p r o m p t i n g i t may 
r e p r e s e n t p o l i c i e s o f n o t t e l l i n g u n l e s s asked, and be 
d e s c r i b e d i n s i m i l a r terms by g.p.s, b u t t h e y c l e a r l y a r e 
q u i t e d i f f e r e n t . 
L i k e V, Dr.Z does n o t u s u a l l y t e l l h i s p a t i e n t s . I n 
response t o q u e s t i o n i n g about w h e t h e r he e v e r t e l l s 
p a t i e n t s he says: 
"No. never, I t h i n k p r o b a b l y t h e y a r e aware b u t I 
do n ' t s o r t o f say you've g o t cancer. t h i s i s i t 
no... W e l l . I'm t h i n k i n g now, I c a n ' t say, no, I 
c a n ' t r e c a l l a c t u a l l y t e l l i n g somebody t h e y ' v e g o t 
cancer o r t h e y ' r e g o i n g t o . . . n o . " 
( D r . Z i ) 
( 6 . 3 ) 
A p o s s i b l e e x c e p t i o n i s when t h e p a t i e n t has t o make a 
d e c i s i o n based on knowledge o f t h e d i a g n o s i s , b u t t h e 
example he g i v e s which i n i t i a l l y appears t o i l l u s t r a t e 
t h i s i s o f a p a t i e n t whose o p e r a t i o n was u n s u c c e s s f u l , and 
who d i e d 6 weeks b e f o r e he was due t o r e c e i v e a p e n s i o n . 
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As a r e s u l t h i s widow d i d n o t q u a l i f y t o r e c e i v e t h e 
p e n s i o n e i t h e r . I f t h e i l l n e s s had been a l l o w e d t o r u n 
i t s n a t u r a l c o u r s e t h e p a t i e n t w ould a l m o s t c e r t a i n l y have 
s u r v i v e d t h e 6 weeks. and t h e outcome, i n terms o f 
t h e widow's f i n a n c i a l c i r c u m s t a n c e s , w o u l d have been 
b e t t e r . Dr.Z g i v e s s e v e r a l o t h e r examples o f 
i n d i v i d u a l s who have been i n f o r m e d , and t h o s e where 
p a t i e n t s who have r e a c t e d a d v e r s e l y and s h o u l d n o t i n h i s 
o p i n i o n have been i n f o r m e d , a r e more t h a n b a l a n c e d by 
p a t i e n t s who t o o k t h e news i n t h e i r s t r i d e and were 
c l e a r l y b e t t e r f o r i t . N e v e r t h e l e s s , 
H . . . I t h i n k t h e y a r e b e t t e r o f f i f t h e y d o n ' t know on 
t h e whole, t h i s has been my e x p e r i e n c e . . . I t h i n k t h a t 
on t h e whole peo p l e don't want t o know r e a l l y , you 
know... t h e y would p r e f e r t o s u s p e c t , you know, t h e y 
l i k e t o , t h e y ' r e l i k e o s t r i c h e s , t h e y l i k e t o p u t 
t h e i r heads i n t h e sand t o a c e r t a i n e x t e n t and I 
would go a l o n g w i t h t h i s , you know, i f i t i s a 
t e r m i n a l s o r t o f i l l n e s s " . 
( D r . Z i ) 
(6.a> 
And y e t . 
" . . . w e l l , p e o p l e t h e y g e t weaker and t h e y g e t i l l e r , 
and, you know, you s o r t o f s t a y w i t h them you know. 
They d o n ' t l o o s e f a i t h i n you and, you know, t h e y 
t w i g . I t h i n k t h e y t w i g , i t dawns on them g r a d u a l l y 
t h a t t h e y a r e n o t g o i n g t o g e t b e t t e r , b u t , you know, 
t h e y may t a l k about i t a t home, maybe husbands and 
w i v e s t a l k about i t , I'm s u r e some do... g e n e r a l l y 
when I'm s p e a k i n g t o them I d o n ' t m e n t i o n i t , t h e 
outcome..." 
( D r . Z i ) 
( 6 . 5 ) 
There i s c o n f l i c t h e r e between t h e g.p. n o t t e l l i n g h i s 
p a t i e n t s because i t i s b e t t e r i f t h e y d o n ' t know, and h i s 
r e c o g n i t i o n t h a t i n f a c t t h e y do know, e i t h e r t h r o u g h 
t h e i r e x p e r i e n c e o f t h e i l l n e s s , o r t h r o u g h t a l k i n g a b o u t 
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i t w i t h t h e i r spouses (whom Z u s u a l l y t e l l s ) , o r t h r o u g h 
b e i n g t o l d by a n o t h e r d o c t o r ( c . f C h apter 5). Thus Z's 
s t a t e d p o l i c y , l i k e V's, i s t o make no e x p l i c i t s t a t e m e n t 
about impending d e a t h , b u t n o t o t h e r w i s e t o p r e v e n t 
i n f o r m a t i o n r e a c h i n g t h e p a t i e n t . He e x p l a i n e d t h a t : 
" I t h i n k t h i s i s one o f t h e s o r t o f areas t h a t young 
d o c t o r s f i n d d i f f i c u l t t o h a n d l e and t h e y d o n ' t say t o 
f o l k , you have g o t c a n c e r because t h e y don't g u i t e 
know how t o say i t . . . I d i d a y e a r as a t r a i n e e i n 
S c o t l a n d and I v i s i t e d an o l d f a r m e r who was d y i n g you 
know, and he s a i d t o us as I w a l k e d i n and he s a i d t o 
me, "Oh you c a n ' t do a n y t h i n g f o r me t o d a y d o c t o r " , 
meaning t h a t he was d y i n g . . . I was most embarrassed... 
I d i d n ' t know what t o say". 
( D r . Z i ) 
( 6 . 6 ) 
T h i s c a n d i d a d m i s s i o n t o f e e l i n g embarrassed as a young 
man when f a c e d b y a p a t i e n t , who v e r b a l i s e d h i s knowledge 
t h a t he was d y i n g and t h a t Z and h i s m e d i c i n e were 
pow e r l e s s t o save him. may go a l o n g way i n e x p l a i n i n g Z's 
ambivalence t o w a r d t e l l i n g t e r m i n a l p a t i e n t s i n l a t e r 
l i f e . 
Whereas V and Z e x p r e s s p o l i c i e s , t h a t do n o t r o u t i n e l y 
r e s u l t i n e i t h e r i n f o r m i n g p a t i e n t s , o r a c k n o w l e d g i n g a 
p a t i e n t ' s knowledge, X has a l e s s c l e a r c u t p o l i c y . Asked 
w h e t h e r o r n o t he t e l l s a p a t i e n t when a t e r m i n a l i l l n e s s 
i s d i a g n o s e d , he r e p l i e d : 
"More o f t e n t h a n n o t , no. I t depends upon t h e n a t u r e 
o f t h e p e r s o n and how w e l l I know him. Not always does 
t h e knowledge o f t h e p a t i e n t h e l p . C e r t a i n l y 
i n i t i a l l y , p r o b a b l y none o f them know t h e d i a g n o s i s , 
i f t h e y a r e t o be t o l d a t any s t a g e , t h e n i t w i l l be 
when t h e t i m e i s r i g h t , i f i t g e t s r i g h t . Sometimes 
t h e o p p o r t u n i t y d o e s n ' t a r i s e , sometimes t h e r e ' s an 
unseen o r u n s a i d r e q u e s t f r o m t h e p a t i e n t n o t t o t e l l 
them. To keep i t i n d i s g u i s e d f o r m s , and t h e y i n d i c a t e 
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t h a t , you know, t h e y d o n ' t r e a l l y want t o know. "Yes, 
I want t o know b u t p l e a s e d o n ' t t e l l me i f I'm r i g h t " . 
That s o r t o f a t t i t u d e . I have made a m i s t a k e and t o l d 
one p e r s o n who a b s o l u t e l y b r o k e down... I t h i n k she 
p r o b a b l y s a i d something l i k e , you know, " i t ' s a l r i g h t , 
you needn't k i d me any more, I know a l l about i t " . But 
I am a f r a i d t h a t once t h e n a t u r e o f t h e i l l n e s s was 
c o n f i r m e d t o h e r t h e n she had a r a t h e r h y s t e r i c a l 
r e a c t i o n . And c o n t r a r y t o what she was l e a d i n g me t o 
e x p e c t she m i g h t be l i k e , she was more o r l e s s t e l l i n g 
me she had adapted t o i t p r i o r , o r a t l e a s t I r e a d t h e 
s i t u a t i o n as t h a t ( T h a t i n c i d e n t ) p u t me o f f i n 
many r e s p e c t s i n f o r m i n g p a t i e n t s . . . and I w i s h now 
t h a t I ' d s t u c k t o my guns and t o l d l i e s . I w i l l o f t e n 
t e l l l i e s , w h i t e l i e s , sometimes q u i t e b l u n t l y , more 
o f t e n t h a n n o t I w i l l t r y t o do i t by t e l l i n g l i e s " . 
( D r . X i ) 
( 6 . 7 ) 
But w h e t h e r o r n o t l i e s a r e t o l d 
"...I*m s u r e a l o t o f them know l o n g b e f o r e t h e end, 
b u t t h e y d o n ' t p a r t i c u l a r l y want t o know". 
( D r . X i ) 
( 6 . 8 ) 
and, 
"...you know, i t h u r t s sometimes, t h a t ' s maybe one o f 
t h e r e a s ons I d o n ' t t e l l p a t i e n t s , I d o n ' t t e l l 
p a t i e n t s , I d o n ' t know, perhaps I'm t o o b i g a coward, 
I d o n ' t t h i n k so. I m o s t l y keep t h a t back because I 
t h i n k t h a t i t would be d e t r i m e n t a l t o t h e g e n e r a l 
p r o g r e s s . I t depends upon t h e n a t u r e o f t h e p a t i e n t , 
o b v i o u s l y I ' v e o n l y had a l i m i t e d number o f t e r m i n a l 
p a t i e n t s so f a r , I ' v e g o t a l o t more t o f a c e me, and 
t h e i r a t t i t u d e s a r e g o i n g t o be dependant on t h e 
p a r t i c u l a r s i t u a t i o n . As I s a i d , I d o n ' t have any 
f i x e d i d e a s " . 
( D r . X i ) 
( 6 . 9 ) 
Asked about t h e c r i t e r i a he used f o r p i c k i n g t h e r i g h t 
o p p o r t u n i t y f o r t e l l i n g a p a t i e n t , he r e p l i e d : 
".... i t ' s p r o b a b l y n o t v e r y easy t o i d e n t i f y t h e 
c r i t e r i a , you see. A r e l a x e d s e t t i n g , sometimes a 
f o r m a l q u e s t i o n f r o m t h e p e r s o n t o w a r d you makes i t 
easy t o g i v e i t . Sometimes t h e r e ' s a b i t o f a f a m i l y 
c r i s i s . . . But I d o n ' t have any s e t c r i t e r i a . V e r y 
i n d e c i s i v e , a r e n ' t I " ? 
(Dr.Xi) 
( 6 - 1 0 ) 
I n s t e a d o f a s t r i c t p o l i c y t o t e l l o r n o t t e l l p a t i e n t s X 
seems t o depend on an a b i l i t y t o g e t on w i t h p e o p l e , t o 
sense t h e r i g h t moment and t h e r i g h t way t o convey 
i n f o r m a t i o n . For X t h e solemn announcement o f i m p e n d i n g 
d e a t h i s as much o u t o f p l a c e as i t i s f o r V and Z, 
a l t h o u g h u n l i k e Z he does n o t h i n t t h a t knowledge on t h e 
p a t i e n t ' s p a r t m i g h t always be h a r m f u l . He depends on 
h i s s o c i a b i l i t y t o j u d g e t h e a p p r o p r i a t e moment t o g i v e 
i n f o r m a t i o n , and t o g i v e i t i n a way t h a t w i l l n o t .jar 
w i t h t h e j o c u l a r r e l a t i o n s h i p he n o r m a l l y b u i l d s up w i t h 
p a t i e n t s . 
W was d i f f e r e n t f r o m t h e o t h e r s and i f Z and V a r e a t t h e 
n e g a t i v e p o l e on a continuum o f t e l l i n g W i s t o t h e 
p o s i t i v e end. 
" I was i n v o l v e d i n a l o t o f t h e e a r l y a u d i t s t u d y 
g r o u p s . . . who s t u d i e d bereavement. B e f o r e t h a t I 
b e l i e v e d t h a t I o n l y t o l d p a t i e n t s t h a t I t h o u g h t 
c o u l d cope w i t h d e a t h , b u t t h e y were d y i n g so I t o l d 
nqbne. I f i n i s h e d t h e a u d i t c o u r s e and I u n d e r s t o o d 
t h e p r o c e s s o f bereavement, t h e phases t h a t p e o p l e go 
t h r o u g h , and d e v e l o p e d s k i l l s t o cope w i t h a r r e s t e d 
bereavement and p r o b a b l y b e r e a v i n g , you know b e r e a v i n g 
i m p e n d i n g d e a t h ; and I s a i d t o m y s e l f , I d e c i d e d t h a t 
I won't t e l l p e o p l e who I d o n ' t t h i n k can cope and 
I ' v e t o l d e v e ryone. So I t h i n k t h a t what t h e d o c t o r 
does i n bereavement i s l a r g e l y dependent on h i s own 
s k i l l s . I f he has g o t t o cope w i t h a p r o c e s s t h a t he 
d o e s n ' t u n d e r s t a n d t h e n he d o e s n ' t t e l l . I f he 
u n d e r s t a n d s t h e n he t e l l s " . 
( Dr.Wi) 
( 6 . 1 1 ) 
W h i l e o t h e r g.p.s see t r e a t i n g t h e t e r m i n a l l y i l l , 
e s p e c i a l l y how t o communicate w i t h them, as n o t h a v i n g a 
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s a t i s f a c t o r y s o l u t i o n , and perhaps p e r i p h e r a l t o t h e i r 
p r o f e s s i o n a l c o n c e r n s , W r e g a r d s t h e p r o b l e m as a 
c h a l l e n g e . H i s p r o c e d u r e i s c o n s c i o u s l y , a l m o s t 
s e l f - c o n s c i o u s l y , one o f c o u n s e l l i n g , and i t i s t h e 
language o f c o u n s e l l i n g t h a t he used t o d e s c r i b e t h e 
approach. 
" L i k e most t h i n g s I would e x p l o r e what i s t h e i r 
p e r c e p t i o n o f themselves and t h e n h a v i n g asked them 
what i t i s t h e y t h i n k t h e y have g o t t h e n t h e y w i l l 
always ask me what I t h i n k t h e y ' v e g o t , and i t i s one 
o f t h e s e t h i n g s t h a t s o r t o f comes o u t . I f . . . you 
w r i t e t h e s c r i p t t h e n t h e y w i l l t a k e t h e l i n e s , i f you 
cue them i n t h e n t h e y w i l l ask t h e q u e s t i o n s . . . I t may 
t a k e me t h r e e o r f o u r c o n s u l t a t i o n s . Q u i t e o f t e n you 
w i l l t e l l them and t h e y w i l l deny i t when t h e y come 
back". 
(Dr.Wi) 
( 6 . 1 2 ) 
Thus i t appears t h a t s i m i l a r t o V's s t a t e d p o l i c y , Dr.W 
t e l l s p a t i e n t s o n l y when t h e y ask. But u n l i k e V, who has 
t o l d o n l y t h e one p a t i e n t i n h o s p i t a l , W a s s e r t s t h a t he 
has t o l d e v e r y p a t i e n t s i n c e c o m p l e t i o n o f t h e bereavement 
a u d i t , s i n c e he e l i c i t s t h e q u e s t i o n s f r o m h i s p a t i e n t s 
whereas V does n o t . 
" . . . u s u a l l y i f t h e r e i s a g r o w t h I ask them, "what do 
you t h i n k you've g o t " and i f t h e y say no, I say, 
"come on, what do you r e a l l y t h i n k you've g o t " . " W e l l 
have I g o t c a n c e r ? " "Yeah". And t h e n t r y t o p u t i t 
i n t o t i m e , t a l k t o t h e f a m i l y . . . t r y t o l e a v e t h e 
pr o b l e m i n t h e f a m i l y , n o t t h e i n d i v i d u a l . " 
(Dr.Wi) 
( 6 . 1 3 ) 
Dr.W i s t h e o n l y one o f t h e g.p.s whose s t a t e d p o l i c y was 
always t o i n f o r m h i s p a t i e n t s when t h e y were d y i n g . Yet 
he d i d n o t see i t as a s i m p l e p r o b l e m o f c o n v e y i n g 
i n f o r m a t i o n t o a p a t i e n t , b u t as p a r t o f h i s t o t a l 
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approach t o p a t i e n t c a r e w i t h i n t h e f a m i l y . He r e c o g n i s e d 
t h a t a p a t i e n t does n o t always t a k e i n f u l l y what t h e g.p. 
i s i n t e n d i n g t o convey and hence he was a b l e t o s e l e c t 
p a t i e n t s f o r t h e t e r m i n a l group w i t h o u t knowledge. We 
now t u r n t o t h e i n t e r v i e w s c o n d u c t e d w i t h t h e p a t i e n t s and 
t h e g.p. case h i s t o r y i n t e r v i e w s , i n o r d e r t o c o n s i d e r t h e 
way t h a t s t a t e d p o l i c e s a r e implemented. 
P a t i e n t Awareness o f I l l n e s s and G.P.s* Assessments o f 
P a t i e n t s ' Awareness. 
I n C h a p ter 5 we saw t h a t t h e g.p.s were a b l e t o a l l o c a t e 
p a t i e n t s t o groups r e l i a b l y . And y e t o n l y one g.p. 
r e p o r t s r e g u l a r l y t e l l i n g p a t i e n t s about t h e i l l n e s s . The 
o t h e r g.p.s o n l y seldom d i s c u s s t h e i l l n e s s w i t h t h e i r 
t e r m i n a l p a t i e n t s . I f t h e s e f i n d i n g s a r e c o r r e c t • on 
what were t h e g.p.s b a s i n g t h e i r judgements o f p a t i e n t 
knowledge o f i l l n e s s when a l l o c a t i n g p a t i e n t s t o g r o u p s 
and how a c c u r a t e a r e g.p.s* judgements i n r e l a t i o n t o 
p a t i e n t s * e x p r e s s i o n s o f knowledge d u r i n g i n t e r v i e w ? 
Below we c o n s i d e r t h e i n d i v i d u a l members o f t h e two 
t e r m i n a l groups i n t u r n . 
T e r m i n a l Knowing I n t h e case o f t h e t e r m i n a l l y i l l 
who know about t h e i r i l l n e s s t h e most o b v i o u s b a s i s o f a 
g.p. f s judgement i s d i s c u s s i o n o f t h e i l l n e s s w i t h t h e 
p a t i e n t . But o n l y Dr.W r e p o r t s r o u t i n e l y d o i n g so and i n 
h i s case t h e two p a t i e n t s i n t h i s group r e p o r t e d r e c e i v i n g 
i n f o r m a t i o n f r o m him. 
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" I had a f e e l i n g t h a t t h e r e was som e t h i n g , em, w e l l 
t h a t I was advanced t h e n . . . and I ,1ust wanted someone 
t o t e l l me what, you know. The surgeon, Dr S m i t h , w e l l 
t h e y d o n ' t d i s c u s s t h i n g s w i t h you, a t t h e b o t t o m o f 
t h e bed t h e y ' l l t a l k t o t h e m s e l v e s , b u t you, t h e 
p a t i e n t , a r e t h e l a s t one t o know a n y t h i n g . But I 
t h o u g h t , w e l l , when I g e t home I ' l l ask Dr W, you know 
and h e ' l l t e l l me t h e t r u t h . . . . And when Dr W came 
o u t I asked him and he t o l d me." 
( P t . 0 9 ) 
(6.1U) 
Yet even i n t h i s case t h e p a t i e n t c l a i m s t h a t she was 
aware o f t h e f a c t t h a t she was s e v e r e l y i l l b e f o r e she 
had spoken t o W. She may have g a i n e d o v e r t r e c o g n i t i o n 
o f h e r i l l n e s s f r o m W, b u t she had s u s p i c i o n s b e f o r e 
t a l k i n g t o him. Of h i s o t h e r p a t i e n t i n t h i s 
group ( P t . 1 9 ) W e x p l a i n s t h a t a l t h o u g h r e p o r t e d l y t o l d 
i n h o s p i t a l he ensured t h a t she d i d i n f a c t know ab o u t h e r 
i l l n e s s as soon as she was r e l e a s e d home. 
"She was t o l d by t h e g y n a e c o l o g i s t . When I went o u t t o 
see h e r , I r e c o n f i r m e d i t . " 
( D r . W i i ) 
( 6 . 1 5 ) 
The p a t i e n t c o n f i r m s t h a t she was t o l d by t h e h o s p i t a l 
c o n s u l t a n t e x p l a i n i n g t h a t he t o l d h e r because she was a 
widow w i t h no a d u l t r e l a t i v e whom he c o u l d i n f o r m . 
"Mr A t k i n s a i d t h a t i t had been a h y s t e r e c t o m y and 
he'd t a k e n e v e r y t h i n g away... Next week... he s a i d he 
had some bad news t o t e l l me. And he g o t r o u n d t o 
t e l l i n g me t h a t I had cancer o f t h e womb, and o f 
c o u r s e you can i m a g i n e what a shock i t was. A f t e r I 
had s t e a d i e d m y s e l f a l i t t l e b i t w h i l e he s t a r t e d t o 
t e l l me t h e t r e a t m e n t . . . (and t h a t t h e r e was) no 
r e a s o n why I s h o u l d n ' t , em you know, come t h r o u g h t h e 
t r e a t m e n t a l r i g h t . " 
( P t . 1 9 ) 
( 6 . 1 6 ) 
The p a t i e n t ' s h e s i t a t i o n and t h e n e g a t i v e way i n w h i c h she 
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phrases h e r remark a t t h e end o f t h i s q u o t a t i o n s u g g e s t s 
an awareness o f p r o g n o s i s . T h i s i s c o n f i r m e d l a t e r when 
she d e s c r i b e s W's v i s i t i m m e d i a t e l y a f t e r h e r r e l e a s e f r o m 
h o s p i t a l . 
"He was v e r y r e a s s u r i n g and v e r y f r i e n d l y . I n f a c t 
g o i n g o u t he p a t t e d my arm and s a i d , "what e l s e can 
you g e t now?" But he says, d o n ' t d e s p a i r w e ' l l h e l p 
you a l o n g . . . I t wasn't a d e f i n i t e c u r e . He c o u l d n ' t say 
t h a t a f t e r t h e t r e a t m e n t i t ' s c u r e d , i t ' s gone. He 
w o u l d n ' t say t h a t , b u t d e f i n i t e l y he s a i d i t w o u l d 
p r o l o n g l i f e and t h a t ' s a l l you want i s n ' t i t ? " 
( P t . 1 9 ) 
( 6 . 1 7 ) 
I t i s t h u s c l e a r t h a t t h e p a t i e n t knows t h a t she has 
c a n c e r and t h a t t h e t r e a t m e n t cannot g u a r a n t e e c u r e . I t 
i s p r o b a b l e t h a t she t a k e s t h i s one s t e p f u r t h e r and 
r e c o g n i s e s t h a t t h e r e f u s a l o f b o t h Mr. A t k i n and Dr.W t o 
g u a r a n t e e c u r e , i m p l i e s t h a t she w i l l e v e n t u a l l y d i e f r o m 
h e r c a n c e r , b u t t h a t t h e t r e a t m e n t w i l l s t a v e t h i s o f f . 
One may e x p e c t t h a t a c o n s u l t a n t would base a d e c i s i o n t o 
t e l l a p a t i e n t about h i s o r h e r i l l n e s s on a t t r i b u t e s o f 
t h e p a t i e n t t h a t marked t h e p a t i e n t o u t as p s y c h o l o g i c a l l y 
e q u i p p e d t o b e n e f i t f r o m such i n f o r m a t i o n . Yet i n t h i s 
case a c o n s u l t a n t , who a c c o r d i n g t o Dr.W, does n o t u s u a l l y 
t e l l p a t i e n t s , t o l d Pt.19 on t h e b a s i s o f t h e 
c h a r a c t e r i s t i c t h a t t h e r e was no o t h e r a d u l t r e l a t i v e . 
A l t h o u g h she w o u l d n o t n o r m a l l y have been t o l d , Pt.19 
has n o t r e a c t e d a d v e r s e l y t o t h e i n f o r m a t i o n and i t 
appears t h a t i t has been b e n e f i c i a l t o h e r , e s p e c i a l l y 
w i t h r e f e r e n c e t o h e r two a d o l e s c e n t sons. 
"Some p e o p l e say t h a t t h e y d o n ' t w o r r y b u t o f c o u r s e 
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deep down you do... There's a l o t o f t h i n g s I ' v e g o t 
t o see t o i f I'm g o i n g t o l e a v e t h e boys a l r i g h t and 
t h e r e f o r e I ' v e g o t t o f a c e t h i n g s . I ' v e g o t t o be a b l e 
t o say w e l l l o o k i t i s my r e s p o n s i b i l i t y t o see t o 
them and noone e l s e ' s . I t h i n k we've a l l drawn a l o t 
o f s t r e n g t h f r o m t h a t r e a l l y . . . l i f e has g o t t o go 
on. " 
( P t . 1 9 ) 
(6.18) 
And 
" I t a l k e d t o t h e o l d e s t son and he says, " w e l l mum dad 
was n e v e r a f r a i d . . . we've done i t once and come 
t h r o u g h w i t h i t , so I d o n ' t see why we c a n ' t come 
t h r o u g h a g a i n " . So I t h o u g h t f o r a young l a d t h a t i s a 
good a t t i t u d e t o t a k e and t h a t ' s t h e a t t i t u d e I ' v e g o t 
t o t a k e . " 
(Pt.19) 
(6.19) 
W c o n f i r m s t h a t i n h i s o p i n i o n Pt.19 i s c o p i n g q u i t e w e l l . 
" I t h i n k she's t o u g h enough and w e l l enough i n t e g r a t e d 
t o cope a t l e a s t i n i t i a l l y on h e r own w i t h h e r 
i m p e n d i n g d e a t h . . . I see t h e p r o b l e m l y i n g w i t h t h e 
boys... I see t h e boys ( d u r i n g my c o u n s e l l i n g s e s s i o n ) 
t h i s weekend... Her c o p i n g mechanism... i s t o s t i c k 
w i t h i n t h e f a m i l y and r e l a t e t o h e r sons and t r y t o 
work t h e t h i n g t h r o u g h w i t h an essence o f p r i v a c y . I 
t h i n k she i s c o p i n g q u i t e w e l l . . . t r y i n g t o work t h e 
whole t h i n g o u t and t o communicate t o h e r boys." 
( D r . W i i ) 
(6.20) 
A l t h o u g h Pt.19 may be c o p i n g w e l l now, a t f i r s t she was 
u n a b l e t o t a l k a b o u t h e r i l l n e s s . 
"When I f i r s t g o t t o know I c o u l d n ' t say t h e word. I f 
I was t a l k i n g t o t h e boys o r t o t h e d o c t o r I ' d d u s t 
say w e l l , " I d i d n ' t g e t a good r e p o r t back ( f r o m t h e 
h o s p i t a l ) . " And I never a c t u a l l y say what i t was, you 
know cancer. And I was r e a l l y u p s e t and I c r i e d t o 
m y s e l f a l l t h e t i m e when t h e boys were o u t . But s i n c e 
t a l k i n g t o Dr. W, I ' v e been a b l e t o say t h e word and 
n o t be so d i s t r e s s e d a t i t . . . I ' l l j u s t have t o t a k e 
t h i n g s as t h e y come." 
(Pt.19) 
(6.21) 
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However n a t u r a l i t may be t o be u p s e t about and u n a b l e t o 
t a l k about h a v i n g c a n c e r , i t caused W concern f o r b o t h t h e 
p a t i e n t and how h e r r e a c t i o n m i g h t e f f e c t h e r sons. He 
t h u s s e t about t h e t a s k o f c h a n g i n g t h e way Pt.19 r e l a t e d 
t o h e r sons. 
"She seemed t o me b l o c k e d by h e r need t o mother h e r 
sons... I wanted t o go i n t o t h e f a m i l y and do 
s o m e t h i n g , because... She was q u i t e i n t o t h e a n g r y 
s o r t o f I d o n ' t r e a l l y u n d e r s t a n d phase and she wasn't 
a l l o w i n g h e r s e l f t o e x p r e s s i t . She o b v i o u s l y h a d n ' t 
ex p r e s s e d h e r f e e l i n g s t o anyone and i t was g e t t i n g on 
t o p o f h e r . So I was e n c o u r a g i n g h e r . . . t o t a l k a b o u t 
t h e i r f a t h e r and how she coped w i t h i t ( h i s d e a t h ) . I f 
a n y t h i n g happened t o h e r , what l e s s o n s she c o u l d t e a c h 
them ( t h e s o n s ) . I f e e l t h a t t h i s l e d , w i l l l e t h e r 
f r e e t o g e t on w i t h r e a l f e e l i n g s and e m o t i o n s . . . 
She's t e a c h i n g them, i m p a r t i n g t o them what has 
happened t o h e r , l e t t i n g them l e a r n f r o m h e r , b u t a t 
t h e same t i m e b e g i n n i n g t o work t h r o u g h t h e 
bereavement p a r t h e r s e l f , as w e l l as p r e p a r i n g them t o 
f a c e l i f e w i t h o u t h e r . Because sometimes i t i s e a s i e r 
t o d i e t h a n t o have someone d i e on you... And I 
p r o b a b l y won't do a n y t h i n g more u n t i l I see what i s 
t h e n e x t c r i s i s , o r i f one f e e l s f r o m what t h e boys 
say t h a t t h i n g s a r e g o i n g wrong. Then I w i l l t a k e i t 
f r o m t h e r e . " 
( D r . W i i ) 
(6.22) 
The r e l a t i v e l y m a t t e r o f f a c t way t h a t a c c o r d i n g t o 
t h e s e r e p o r t s Pt.19 i s now a p p r o a c h i n g h e r i l l n e s s and 
p r e p a r i n g h e r s e l f and h e r two sons f o r h e r i m p e n d i n g d e a t h 
i s t h u s n o t p u r e l y a r e s u l t o f h e r own r e s i l i e n c e o r t h e 
f a m i l y ' s p r e v i o u s e x p e r i e n c e o f bereavement. I t i s 
p r o b a b l y a l s o a r e s u l t o f t h e r e a s s u r a n c e p r o f f e r e d by W 
and h i s open t r u t h f u l a p proach. The approach i n 
t a k i n g on and a t t e m p t i n g t o s o l v e a p a t i e n t ' s p r o b l e m s , 
a l s o s u g g e s t s t o t h e p a t i e n t t h a t t h e p r o b l e m i s f a i r l y 
r o u t i n e and t h u s i n s p i r e s c o n f i d e n c e . W's method i s 
i n t e r e s t i n g i n t h a t he m a n i p u l a t e d t h e s i t u a t i o n by 
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g e t t i n g t h e mother and sons t o t a l k about t h e i r f a t h e r ' s 
d e a t h , b u t u s i n g t h i s as a metaphor f o r h e r own d e a t h . 
The aim i s t o p r e p a r e t h e sons f o r t h e l o s s o f t h e i r 
m other and w h i l e m a i n t a i n i n g t h e mother r o l e f o r t h e 
p a t i e n t , i n so f a r as she i s a d v i s i n g h e r sons, e n a b l e 
h e r t o r e l e a s e suppressed emotions and come t o a c c e p t h e r 
f a t e . I t seems t h u s t h a t h i s approach i s o f b e n e f i t t o 
t h e whole f a m i l y . Pt.09's e x p l a n a t i o n o f how she l e a r n t 
o f h e r i l l n e s s f r o m W, perhaps p r o v i d e s f u r t h e r e v i d e n c e 
f o r t h e b e n e f i t s o f h i s approach. 
" I can t a l k t o him, t h a t he can t e l l me t h e t r u t h . . . I 
can j u s t ask Dr W and he w i l l j u s t g i v e me t h e t r u t h . 
He has t o l d me an a w f u l l o t o f t h i n g s , more t h a n what 
t h e h o s p i t a l had t o l d me. A n y t h i n g I ' v e wanted t o know 
he has t o l d me e x a c t l y , and I asked him t o g i v e me a 
promi s e he wo u l d , and he has done and when he has g o t 
word f r o m t h e d o c t o r f r o m t h e h o s p i t a l he has come o u t 
and t o l d me i m m e d i a t e l y what was i n t h e r e p o r t s and 
t h i n g s you know and has been q u i t e h o n e s t w i t h me and 
I t h i n k I have been q u i t e honest w i t h him. But when I 
packed t h e d r i n k i n , I became much c a l m e r , I came t o 
ter m s w i t h i t more, I had t i m e t o s i t and t h i n k a b o u t 
i t p r o p e r l y and t h e n I t h o u g h t , I d o n ' t know i f I 
bra i n w a s h e d m y s e l f b u t you know, I t h o u g h t I'm no 
d i f f e r e n t f r o m anybody e l s e , t h e r e ' s j u s t s o m e t h i n g 
g o i n g o f f i n my body t h a t i s n o t g o i n g o f f i n o t h e r 
p e o p l e and a f t e r a l l , as I s a i d b e f o r e , we've a l l g o t 
t o d i e , some o f us e a r l i e r t h a n o t h e r s and t h a t has 
h e l p e d me t o s e t t l e down. I d o n ' t know, I c e r t a i n l y 
d o n ' t want t o d i e . I ' v e sometimes f e l t , w e l l I t h i n k 
i f I were j u s t t o s i t and brood o v e r i t I c o u l d , I 
c o u l d be a l i t t l e a n x i o u s a g a i n about i t " . 
( P t.09) 
( 6 . 2 3 ) 
Such e x p l i c i t d i s c u s s i o n w i t h t h e i r p a t i e n t s o f e i t h e r 
p r o g n o s i s o r d i a g n o s i s i s n o t t o be f o u n d i n t h e cases o f 
t h e o t h e r g.p.s, w h i c h t e n d s t o c o n f i r m t h e a n a l y s i s o f 
g.p. i n t e r v i e w s p r e s e n t e d e a r l i e r . 
Dr.X d e s c r i b e s h i s r e l a t i o n s h i p w i t h Pt.l|5 and a l t h o u g h 
b o t h doctor* and p a t i e n t know about t h e i l l n e s s and know 
t h a t t h e o t h e r knows, t h e y do not r o u t i n e l y d i s c u s s i t . 
M . . . t h a t man h a s a c c e p t e d v e r y w e l l t h e d i a g n o s i s and 
h e ' s a c c e p t e d what i t means t o him and h e ' s u s i n g h i s 
l i f e t o t h e f u l l . He h a s got f u l l i n t e l l e c t u a l 
c a p a c i t y and h e ' s a n o t h e r one r e a l l y where a l o t o f 
t h e i n t e r v i e w i s s p e n t s o c i a l i s i n g : , and c h a t t i n g about 
t h e h i s t o r y o f t h e a r e a , botany, i n s e c t s . He's got a 
son, a g r a n d s o n who i s i n t e r e s t e d i n b u t t e r f l i e s 
a p p a r a n t l y and h e ' s got a p h o t o g r a p h of t h e son and 
t h e b u t t e r f l i e s on t h e w a l l and, w e l l you know I d i d 
some entomology e a r l i e r i n l i f e and we t a l k about 
m u t u a l i n t e r e s t s i n t h a t a l o t . . . " . 
( D r . X i i ) 
( 6 . 2 ^ ) 
I n t h e p a t i e n t ' s own words t h e y t a l k about 
" . . . a n y t h i n g t h a t c r o p s up, but n o t p o l i t i c s and not 
r e l i g i o n . T h o s e two t h i n g s a r e taboo. W e l l t h e y s h o u l d 
be taboo, anyway, b e c a u s e t h e y ' r e p e o p l e s p r i v a t e 
t h o u g h t s . . . I c o u l d s a y t o Dr X i f he were s i t t i n g 
where you a r e now, I c o u l d s a y now l o o k h e r e , d o c t o r , 
l e t ' s not b e a t about t h e bush. You know how l o n g I ' v e 
had t h i s t e r m i n a l c a n c e r don't you? And I would g e t a 
s t r a i g h t f o r w a r d answer ' c a u s e h e ' s a s t r a i g h t f o r w a r d 
young man. But I s o r t of d u s t e a s e i t under t h a t , 
u n d e r t h e wave, I don't u p s e t him i n my way and he 
d o e s n ' t u p s e t me". 
( P t . 1 5 ) 
( 6 . 2 5 ) 
I f t h e i l l n e s s i s n o t d i s c u s s e d by t h e two men how do t h e y 
know e a c h o t h e r knows, and how d i d t h e p a t i e n t f i n d o u t ? 
One day Dr.X c a l l e d t o make a r o u t i n e v i s i t on P t . 1 5 and 
d e s c r i b e s what happened as f o l l o w s . 
" H i s w i f e knew t h e d i a g n o s i s and he d i d n ' t and t h e y 
s a t down one a f t e r n o o n on t h e s e t t e e and h e l d hands 
and t o l d e a c h o t h e r and s i n c e t h e n i t has been v e r y 
e a s y t o d e a l w i t h him.... They c e r t a i n l y d i s c u s s e d t h e 
d i a g n o s i s . And I went i n one day w a n t i n g t o do my 
g e n e r a l a c t , and t h e y s a i d , you know, he knows now so 
you can t a l k t o him d o c t o r . And I e x p e c t e d a l l h e l l t o 
b r e a k l o o s e , but i t d i d n ' t . . . My i mmediate i m p a c t was 
h e l l what a r e we g o i n g t o have t o cope w i t h now... I 
must a d m i t I f e a r e d t h e w o r s t , but t h e n was 
i m m e d i a t e l y a s s u r e d b e c a u s e we a l l s a t down and had a 
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l o n g t a l k . . . He knew t h e f u l l e x t e n t and ... i f h i s 
number was up h i s number was up." 
( D r . X i i ) 
( 6 . 2 6 ) 
Thus X's ;judgrement i s b a s e d on a t l e a s t one d i s c u s s i o n 
w i t h t h e p a t i e n t even i f i t now r e m a i n s u n s a i d between 
them. I t i s i n t e r e s t i n g t o n o t e t h a t a g a i n t h e p a t i e n t 
c l a i m s t h a t he was aware o f t h e n a t u r e of h i s i l l n e s s 
b e f o r e b e i n g t o l d . 
" I knew, I knew even from t h e b e g i n n i n g , I t o l d my 
w i f e what I had and t h e y a l l pooh-poohed i t . " 
( P t . 1 5 ) 
( 6 . 2 7 ) 
The p a t i e n t ' s c l a i m i s s u p p o r t e d by t h e spouse. 
" I t w a s n ' t d i s c u s s e d . . . anyway one n i g h t he was a s k i n g 
t h a t many q u e s t i o n s . He knew... oh he s a i d somebody's 
not t e l l i n g me t h e t r u t h . . . I t was b u i l d i n g up on me. 
I knew. I was a bag o f n e r v e s . . . t h e y s a i d , w h a t e v e r 
you do mum don't l e t dad know. And I s a i d oh w e l l . . . 
and I t o l d him e v e r y t h i n g . And I t h i n k h e ' s t o o k i t 
b e t t e r t h a t way..." 
( S p . 1 5 ) 
( 6 . 2 8 ) 
and t h e p a t i e n t r e a f f i r m s h i s p o i n t ; 
"Oh I needed t h i s c o n f i r m a t i o n , t h a t was a l l . . . i t 
was no s u r p r i s e . " 
( P t . 1 5 ) 
( 6 . 2 9 ) 
A n o t h e r o v e r t method by w h i c h a g.P. c a n b a s e h i s 
judgement o f a p a t i e n t ' s a w a r e n e s s o f i l l n e s s i s t h r o u g h 
c o m m u n i c a t i o n w i t h t h e c o n s u l t a n t o r o t h e r d o c t o r who has 
i n f o r m e d t h e p a t i e n t . I n an example quoted above ( 6 . 1 5 ) 
Dr.W was i n f o r m e d by t h e h o s p i t a l t h a t P t . 1 9 had been 
i n f o r m e d o f h e r i l l n e s s . L i k e w i s e , Z b a s e s h i s 
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Judgement t h a t Pt.23 knows about h e r i l l n e s s p r i m a r i l y on 
a l e t t e r from t h e Department o f S u r g e r y a t t h e l o c a l 
h o s p i t a l w h i c h he r e a d out ( i n p r e c i s form) d u r i n g t h e 
c a s e h i s t o r y i n t e r v i e w . 
" T h i s i s t h e r e g i s t r a r who i s w r i t i n g t h i s l e t t e r a s 
opposed t o t h e s u r g e o n , Mr S m i t h . And i t s a y s , em, " I 
presume h e r c o n d i t i o n has been e x p l a i n e d t o h e r when 
she was s e e n , em s u r g i c a l l y a t t h e c l i n i c . As s h e was 
not a c c o m p a n i e d when I saw h e r . I d i d not m e n t i o n h e r 
d i a g n o s i s t o h e r m y s e l f . T h e r e i s n o t h i n g f u r t h e r we 
can do f o r h e r . . . "" 
( D r . Z i i ) 
( 6 . 3 0 ) 
Thus Z's Judgement i s b a s e d on t h a t o f a h o s p i t a l d o c t o r , 
a l t h o u g h t h e e v i d e n c e f o r t h e l a t t e r * s judgement, a t 
l e a s t a s r e v e a l e d w i t h i n t h e l e t t e r , a p p e a r s t o be t e n u o u s 
and does n o t r e a l l y m e r i t t h e c o n c l u s i v e n e s s t h a t Z seems 
t o a c c o r d i t . U n l i k e W, Z h a s not t a k e n s t e p s t o c o n f i r m 
w i t h t h e p a t i e n t t h a t s h e does i n f a c t know about h e r 
i l l n e s s . But he does e x p l a i n t h a t he has o t h e r e v i d e n c e 
f o r t h i s b e l i e f t h a t s h e knows. 
" S h e ' s had q u i t e a l o n g s p e l l o f not s e e i n g anybody 
and I t h i n k l a r g e l y b e c a u s e sh e d i d n ' t want t o . Now 
I ' v e c l a s s i f i e d h e r a s a "knows", knows t h a t s h e has 
got t h i s , a l t h o u g h I have n e v e r a c t u a l l y m e n t i o n e d i t 
t o h e r , but I t h i n k h e r a t t i t u d e i s I ' v e got t h i s and 
nobody c a n do a n y t h i n g f o r me... so I won't w o r r y , I 
won't have t h e d o c t o r . . . . ( I n t . What g i v e s you t h e 
i m p r e s s i o n t h a t s h e k n o w s ? ) . . . . I'm J u s t w o n d e r i n g . 
T h e r e ' s no m e n t i o n i n t h i s l e t t e r o f him s a y i n g 
a n y t h i n g , o f him s a y i n g I have t o l d h e r . J u s t t h e f a c t 
t h a t s h e d i d n ' t want t h e d o c t o r t o c a l l . T h i s s u g g e s t s 
t o me t h a t s h e t h i n k s s h e h a s got, o r s h e knows s h e 
h a s got s o m e t h i n g f o r w h i c h t h e r e i s no c u r e . " 
( D r . Z i i ) 
( 6 . 3 D 
S u c h e v i d e n c e i s a t b e s t c i r c u m s t a n t i a l , but t h e 
i m p r e s s i o n t h a t s h e knows about h e r i l l n e s s i s one t h a t 
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was s h a r e d by t h e i n t e r v i e w e r a s w i t n e s s e d i n h i s f i e l d 
n o t e s . A l t h o u g h t h e p a t i e n t h e r s e l f n e v e r mentioned 
c a n c e r a s s u c h , t h e i n t e r v i e w r e v e a l e d t h a t s h e p r o b a b l y 
r e c o g n i s e d t h a t t h i s was what s h e had and t h a t s h e would 
d i e from i t . I n t h e f o l l o w i n g q u o t a t i o n "he" r e f e r s t o a 
r e g i s t r a r who examined h e r a s an o u t p a t i e n t 
p o s t - o p e r a t i v e l y . 
"He s a i d , "what d i d t h e y t e l l you a f t e r t h e 
o p e r a t i o n ? " I s a i d , " t h e y t o l d me I ' d had two p a r t s o f 
my stomach t a k e n out and t h e h e r n i a done". And he 
s a i d , " d i d n ' t t h e y t e l l you a n y t h i n g e l s e ? " And X s a i d 
"no". So he s a i d , "when we opened you up we found t h a t 
t h e r e was an u l c e r too n e a r t o y o u r h e a r t and we 
c o u l d n ' t do a n y t h i n g " . "Oh!" He s a i d , " w e l l t h e l a s t 
t h i n g don't worry... y o u ' l l be a l r i g h t . " And I s a i d , 
"Oh i t ' s a l r i g h t I ' v e got p a s t w o r r y i n g , I t a k e e a c h 
day a s i t comes."" 
( P t . 2 3 ) 
( 6 . 3 2 ) 
and l a t e r i n t h e i n t e r v i e w , 
"And t h e n sometimes I t h i n k t o m y s e l f , y o u ' r e g o i n g t o 
get a s h a k e up t h a t y o u ' r e not l o o k i n g f o r t h a t , w e l l 
when i t happens i t happens, but I'm a c c e p t i n g e a c h 
day.... W e l l I don't know, s o m e t h i n g ' s got t o happen 
h a s n ' t i t , you know." 
( P t . 2 3 ) 
( 6 . 3 3 ) 
P t . 2 3 ' s e x c l a m a t i o n o f "Oh" above s u g g e s t s t h a t s h e 
r e c o g n i s e d t h e i m p l i c i t meaning o f t h e r e g i s t r a r ' s 
e x p l a n a t i o n o f h e r i l l n e s s , but w h e t h e r o r not she d i d , i t 
i s c l e a r t h a t s h e r e c o g n i s e s t h a t d e a t h may o c c u r a t any 
t i m e . To be f a i r however we must remember t h a t s h e i s an 
e l d e r l y l a d y , who o b v i o u s l y r e c o g n i s e s t h a t h e r h e a l t h i s 
f a i l i n g and d e a t h i s i n e v i t a b l y a p p r o a c h i n g . The way 
i n w h i c h t h e m e d i c a l p r o f e s s i o n have a p p r o a c h e d P t . 2 3 i s 
i n t e r e s t i n g i n a n o t h e r way. Her c a s e c o n s t i t u t e s t h e 
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c l e a r e s t example I n t h e s e i n t e r v i e w d a t a o f d o c t o r s 
m a i n t a i n i n g t h e s o r t o f "team p e r f o r m a n c e " d e s c r i b e d by 
Goffman ( 1 9 7 1 ) , and c o n f o r m i n g t o t h e a n a l y s i s o f t h e 
m e d i c a l p r o f e s s i o n f o r w a r d e d by F r e i d s o n ( 1 9 7 0 a ) , a s t h e 
f o l l o w i n g q u o t a t i o n s r e v e a l . P t . 2 3 had been r e c e i v i n g 
t r e a t m e n t f o r a r t h r i t i s f o r some y e a r s p r i o r t o d e v e l o p i n g 
c a n c e r symptoms. One of Z's p a r t n e r s used t h i s t o 
e x p l a i n away h e r symptoms, by s a y i n g "some o f t h e s e 
d r u g s c a u s e a l i t t l e u l c e r a t i o n " , a l t h o u g h t h e c a n c e r 
d i a g n o s i s had a l r e a d y been made. L a t e r an o r t h o p e d i c 
s u r g e o n , who a l s o knew about h e r c a n c e r , s u g g e s t e d 
p o s t p o n i n g a h i p r e p l a c e m e n t o p e r a t i o n , r e p o r t e d l y s a y i n g 
t h a t he would; 
"keep i n t o u c h and a s soon a s I had got s t r o n g e r he 
s a i d he'd s e n d f o r me and he'd do t h e o p e r a t i o n . " 
( P t . 2 3 ) 
( 6 . 3 4 ) 
Z c o n f i r m e d t h e i m p r e s s i o n t h a t t h i s was s a i d so a s t o 
m a i n t a i n h e r m o r a l e ; 
" T h i s s o r t o f hope, s h e ' s l o o k i n g f o r w a r d s t i l l . I 
t h i n k i t would be a m i s t a k e t o s a y f o r g e t about y o u r 
h i p o p e r a t i o n , y o u ' r e g o i n g t o d i e o f c a n c e r . . . I t 
would t a k e t h e j o y o f l i v i n g t h a t i s l e f t f o r h e r out 
o f h e r . . . Why s p o i l i t ? . . . But I t h i n k s h e knows t h e r e 
i s s o m e t h i n g s e r i o u s l y a m i s s . . . s h e knows what t h e 
s c o r e i s . " 
( D r . Z i i ) 
( 6 . 3 5 ) 
P t . 2 3 h o l d s on t o t h e hope t h a t s h e may be a b l e t o have 
h e r h i p r e p l a c e m e n t but i s b a s i c a l l y c o n t e n t t o s t i l l be 
a l i v e and l u c i d . 
" T h e r e ' s some poor o l d f o l k t h a t h a v e n ' t , but I ' v e 
s t i l l got a l l my f a c u l t i e s and I can c a r r y on. And I 
e n j o y e a c h day more t h a n I have e v e r done i n my l i f e . 
You may not b e l i e v e t h a t and f u e y . . " 
( P t . 2 3 ) 
( 6 . 3 6 ) 
She was c e r t a i n l y v e r y l u c i d and d e f i n i t e l y r e s e n t e d t h e 
f a c t t h a t some d o c t o r s t r e a t h e r a s i f s h e were n o t . 
T h i s i n i t s e l f l e n d s s u p p o r t t o t h e n o t i o n t h a t s h e saw 
t h r o u g h t h e m a c h i n a t i o n s o f t h e m e d i c a l p r o f e s s i o n t o 
c o n c e a l t h e s e v e r i t y o f h e r i l l n e s s from h e r . D u r i n g one 
p e r i o d o f h o s p i t a l i s a t i o n a h o u s e - o f f i c e r came t o t e s t h e r 
c o g n i t i v e f u n c t i o n i n g and s h e p l a y e d a ,1oke on him 
t h a t a l m o s t b a c k f i r e d . J u s t p r i o r t o t h e f o l l o w i n g 
s h e has r e c a l l e d t h e W.A.I.S. q u e s t i o n s u s e d by t h e 
h o u s e - o f f i c e r and e x p l a i n e d how s h e a n swered them 
c o r r e c t l y : 
"Then t h e y ' d s a y , "what h o s p i t a l a r e you i n ? " and I 
s a i d C h e r r y Knowle, ( l a u g h s ) and t h a t ' s t h e madhouse 
and I n e v e r t h o u g h t t h e y ' d b e l i e v e . And t h e d o c t o r 
s a i d , "no, no,"... And I s a i d , "Oh a l r i g h t t h e n 
N o r t h t o n G e n e r a l H o s p i t a l " . ...Guess I c a n ' t s a y 
a n y t h i n g u n k i n d o r a n y t h i n g , i t ' s d u s t t h a t w e l l . . . " 
( P t . 2 3 ) 
( 6 . 3 7 ) 
W h i l e t h e r e may be u n c e r t a i n t y about P t . 2 3 ' s knowledge o f 
h e r i l l n e s s , t h e r e i s none f o r Z's o t h e r t e r m i n a l knowing 
p a t i e n t ( P t . 2 7 ) . who u n e q u i v i c a l l y knows s h e h a s l i f e 
t h r e a t e n i n g c a n c e r , and t a l k s e x p l i c i t l y about i t d u r i n g 
t h e i n t e r v i e w . However, l i k e P t . 1 5 , s h e does n o t 
d i s c u s s i t w i t h t h e g.p., a s r e s p e c t i v e l y Z and t h e 
p a t i e n t h e r s e l f r e v e a l . 
" W e l l s h e d e f i n i t e l y knows s h e h a s got c a n c e r . . . I 
don't t h i n k s h e h a s a c c e p t e d s h e i s g o i n g t o d i e from 
i t . I t h i n k s h e s t i l l r e c k o n s . . w e l l t h a t s h e i s i n 
w i t h a c h a n c e . . . ( I n t . And you h a v e n ' t d i s c u s s e d t h a t 
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w i t h h e r o r have y o u ? ) No, no, no, I t h i n k we've .lust 
both assumed t h a t we both know what s h e ' s g o t . She 
s a i d s o m e t h i n g to me l a s t t i m e I went i n . She s a i d 
s o m e t h i n g about, about b e a t i n g i t . I f i t ' s p o s s i b l e t o 
b e a t i t I w i l l b e a t i t . t h a t s o r t of, w e l l words t o 
t h a t e f f e c t . So s h e ' s t r y i n g v e r y h a r d . " 
( D r . Z i i ) 
( 6 . 3 8 ) 
And t h e p a t i e n t : 
" I t h i n k we both r e a l i s e what i t i s , you know, and I 
don't t h i n k t h e r e ' s r e a l l y been any, any need f o r deep 
e x p l a n a t i o n b e c a u s e , you know, I knew what was wrong 
and I t h i n k we a p p r e c i a t e t h a t I d i d know what was 
wrong. I don't know, I mean I may be wrong w i t h t h i s . " 
( P t . 2 7 ) 
( 6 . 3 9 ) 
She c o n t i n u e s t o s a y l a t e r d u r i n g t h e i n t e r v i e w : 
"The c a n c e r . . i t ' s a f f e c t e d not o n l y my l u n g s , n o t 
o n l y my J o i n t s , but l i v e r , g a l l and k i d n e y . But I'm 
not aware o f a n y t h i n g e l s e i t ' s a f f e c t i n g . I don't 
want i t to a p p e a r anywhere e l s e . P l e a s e God l e t ' s hope 
t h a t t h e chemotherapy k i l l s a l l the d i s e a s e . I ' v e got 
to p r a y and hope f o r t h a t . But no, no. ...Dr.Z 
has, you know, n e v e r , p resumably he knows t h a t I 
know... I'm p r e s u ming t h a t p o s s i b l y , p o s s i b l y , he may 
f e e l t h a t e r , t h e s p e c i a l i s t w i l l have t o l d him 
t h e r e f o r e he may not want t o d i s c u s s i t i n c a s e i t ' s 
p a i n f u l t o me. I don't know r e a l l y . But e r , no we've 
n e v e r m entioned i t , c a n c e r a t a l l we've not e r , we 
J u s t seem t o d w e l l on my a c h e s and p a i n s . . . But o f 
c o u r s e I don't know, I don't know i f he knows t h a t I 
know o r n o t . . . I know from t h e s p e c i a l i s t and 
t h e r e f o r e he may not want t o s a d d l e me by m e n t i o n i n g 
t h e word c a n c e r , b e c a u s e l e t ' s be h o n e s t , a s soon a s 
t h e word c a n c e r i s mentioned p e o p l e ( s a y ) , "Oh my god 
I'm g o i n g t o d i e " . You s e e we a r e a l l g o i n g t o d i e 
e v e n t u a l l y . . . But one has got t o come to t e r r a s . . w i t h 
i t . . . I t h i n k you've J u s t got t o get on w i t h l i v i n g 
from day t o day and p r a y . . . t h a t s c i e n c e and d o c t o r s 
can h e l p you one day and c u r e a p e r s o n and keep them 
g o i n g . . . B e c a u s e I'm a g r e a t b e l i e v e r i n when, when 
d e a t h i s due, d e a t h you c a n ' t a v o i d i t . T h a t when i t ' s 
t i m e i t ' s t i m e , and n o t h i n g and no-one can p r e v e n t 
i t . " 
( P t . 2 7 ) 
(6.UO) 
As can be s e e n from t h e s e q u o t a t i o n s t h e p a t i e n t assume 
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t h a t Z h as been i n f o r m e d t h a t s h e i s s u f f e r i n g from c a n c e r 
and t h a t s h e h e r s e l f has been i n f o r m e d by t h e h o s p i t a l . 
But s i n c e t h e y have not d i s c u s s e d t h e i s s u e t h e p a t i e n t 
a l s o e x p r e s s e s u n c e r t a i n t y about t h i s . Dr.Z's r e t i c e n c e 
t o t a l k t o h e r about h e r i l l n e s s i s r e a s o n a b l e i n h e r 
e y e s , and i n t e r p r e t e d a s h i s c o n c e r n t o p r o t e c t h e r from 
d i s t r e s s . Thus he does not s a y a n y t h i n g e x p l i c i t i n c a s e 
i t u p s e t h e r . The q u o t a t i o n s may r e p r e s e n t e v i d e n c e 
f o r D r . Z ' s a s s e s s m e n t t h a t , a l t h o u g h s h e knows s h e has 
c a n c e r s h e does not acknowledge t h a t i t w i l l k i l l h e r . 
However, i t i s d u s t a s l i k e l y t h a t s h e does r e c o g n i s e 
t h a t t h e r e i s a v e r y h i g h p r o b a b i l i t y t h a t s h e w i l l d i e 
from c a n c e r y e t m a i n t a i n s h e r own m o r a l e by h o l d i n g o n t o 
t h e hope, however s l i m , t h a t s h e c o u l d be c u r e d . But 
t h e r e i s a n o t h e r e x p l a n a t i o n t h a t we must c o n s i d e r . 
W h i l e s h e does not r e p o r t e d l y t a l k t o Z about h e r i l l n e s s 
and r e c o g n i t i o n o f impending d e a t h , s h e does do s o w i t h 
t h e i n t e r v i e w e r . T h i s i s i n c o n s i s t e n t w i t h an 
e x p l a n a t i o n i m p l y i n g s h e i s not w i l l i n g t o acknowledge t h e 
i l l n e s s and d e a t h . Hence we s u r m i s e t h a t s h e does not 
t a l k t o Z about t h e s e s u b j e c t s out o f d e f e r e n c e t o t h e 
g.p.s* d e s i r e t o a v o i d t h e s e s u b j e c t s . 
P t . 2 7 * s e x p l a n a t i o n o f h e r i l l n e s s and communication w i t h 
t h e g.p. t a k e s f o r g r a n t e d t h a t s h e has been t o l d by a 
s p e c i a l i s t i n h o s p i t a l . T h i s i s so i m p l i c i t i n what 
P t . 2 7 s a y s t h a t s h e assumes t h a t Z has been i n f o r m e d and 
knows t h a t s h e knows. However t h i s i s m i s l e a d i n g , 
b e c a u s e t h e s u g g e s t i o n t h a t s h e h a s been e x p l i c i t l y t o l d 
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by t h e h o s p i t a l s p e c i a l i s t 
i n t e r v i e w t o be unfounded. 
t u r n s out l a t e r d u r i n g t h e 
"The s p e c i a l i s t came to me, examined me and s a i d , "You 
know what I'm g o i n g t o have t o do?"... I s a i d " Y e s , I 
know"... ( I n t . Can you remember what t h e s p e c i a l i s t 
s a i d t o you, h i s e x a c t w o r d s ? ) . . . He s a i d , "You 
r e a l i s e what you've g ot do y o u ? " I s a i d , " I t h i n k 
s o " . He s a i d , "You r e a l i s e what I'm g o i n g t o have t o 
do ? " and I s a i d , " Y e s " . He s a i d , " R i g h t , w e ' l l l e a v e 
i t a t t h a t " , and t h a t was i t . But none o f t h e o t h e r 
d o c t o r s have mentioned i t , c a n c e r o r a n y t h i n g l i k e 
t h a t . " 
( P t . 2 7 ) 
( 6 . 41) 
I f t h i s a c c o u n t o f what o c c u r e d i s c o r r e c t , t h e p a t i e n t 
h a s n e v e r a c t u a l l y been t o l d t h a t s h e has c a n c e r p e r s e , 
a l t h o u g h s h e u n d e r s t o o d t h e s u r g e o n ' s comments t o mean 
t h i s . Such an u n d e r s t a n d i n g may have been c o n f i r m e d by 
t h e f a c t t h a t t h e surgeon p e r f o r m e d a r a d i c a l mastectomy, 
and s h e i m m e d i a t e l y s t a r t e d an i n t e n s i v e c o u r s e o f 
r a d i o t h e r a p y . T h e s e would have been h i g h l y m e a n i n g f u l 
i n d i c a t o r s t o P t . 2 7 , who had e a r l i e r d u r i n g h e r l i f e 
worked a s a n u r s e . I t seems t h a t h e r r e l a t i v e l y 
s o p h i s t i c a t e d m e d i c a l knowledge, may i n i t i a l l y have been 
u s e d by t h e h o s p i t a l t o o b s c u r e h e r d i a g n o s i s from h e r . 
"The lump... I had no p a i n w i t h i t . . . you c a n have i t 
and not r e a l i s e i t . F i r s t I was t o l d i t was t h e 
mammary g l a n d lymph v e s s e l s , and I j u s t a c c e p t e d i t 
was a l l c o n n e c t e d t o my back t r o u b l e " . 
( P t . 2 7 ) 
( 6 . 4 2 ) 
The e x p l a n a t i o n t h a t t h e problem was i n t h e lymph v e s s e l s 
o f t h e mammary g l a n d s o n l y s p e c i f i e s t h e s i t e o f t h e 
d i s e a s e . T h e s e l y m p h a t i c nodes f r e q u e n t l y e n l a r g e d u r i n g 
i n f e c t i v e p r o c e s s e s i m p l i c a t i n g t h e upper p a r t o f t h e b a c k 
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and s h o u l d e r s , a s w e l l a s due t o m a l i g n a n t d i s e a s e 
(Warwick and W i l l i a m s , 1973; P - 7 3 4 ) . P t . 2 7 ' s c a n c e r had 
f i r s t come t o n o t i c e when t h e r h e u m a t o l o g i s t , who was 
t r e a t i n g h e r f o r d e g e n e r a t i v e lumbar s p o n d o l o s i s , had h e r 
c h e s t X - r a y e d . Thus i t may be t h a t by s p e c i f y i n g t h e 
lymph v e s s e l s o f t h e mammary g l a n d s i t was hoped t o 
i n i t i a l l y i m p l y t h a t t h e pr o b l e m s were d i r e c t l y c o n n e c t e d 
to t h o s e w i t h h e r back, r a t h e r t h a n b e i n g an u n r e l a t e d 
c a n c e r , a t l e a s t u n t i l t h i s d i a g n o s i s was c o n f i r m e d by 
h i s t o l o g y . 
The r e m a i n i n g t h r e e p a t i e n t s i n t h e t e r m i n a l l y i l l 
knowing group r e s e m b l e p a t i e n t s we have d i s c u s s e d above. 
V's two p a t i e n t s ( P t . 0 1 and P t . 0 4 ) a r e s i m i l a r i n many 
r e s p e c t s t o Z's P t . 2 3 . T h e r e i s i n both c a s e s c e r t a i n l y 
a m b i v a l e n c e about how much t h e y do i n f a c t know about 
t h e i r i l l n e s s e s , and a l t h o u g h V p l a c e s them both i n t h e 
knowing group, he does not t a l k t o e i t h e r e x p l i c i t l y . F o r 
V, "knowing" about t h e i l l n e s s must be Judged r e l a t i v e t o 
o t h e r p a t i e n t s , who i n h i s v i e w do not know. Thus V's 
"knowers" may be l e s s aware t h a n a n o t h e r g.p.'s t e r m i n a l 
i g n o r a n t p a t i e n t s . F o r V knowing o f t h e i l l n e s s seems t o 
c o n s i s t o f knowing s o m e t h i n g about t h e d i a g n o s i s , w h e t h e r 
t h a t i m f o r m a t i o n i s i n e x p l i c i t , i m p r e c i s e , o r even h i g h l y 
m i s l e a d i n g . V e x p l a i n s , f i r s t l y about P t . 0 1 ; 
" I t was a c h r o n i c i l l n e s s . I t was v e r y g r a d u a l i n 
o n s e t and t h e c y s t c o u l d have been b e n i g n and t h e r e s t 
a r t h r i t i s . But s h e knows about t h e c y s t , and s h e 
h a l f s u s p e c t s . But I s a y n o t h i n g . . . She t h i n k s t h e y 
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have t a k e n t h e c y s t o u t . S h e ' s l i n g e r i n g on. b e c a u s e 
she has been i n a l o t o f p a i n and wants i t to f i n i s h . " 
( D r . V i i ) 
(6. *13) 
and about P t . 0 4 ; 
"She had a b r e a s t removed f o r c a n c e r . . . . She has t h e 
problems o f an o l d p e r s o n who i s c h r o n i c a l l y i l l w i t h 
m u l t i p l e i l l n e s s . . . But t h e c a n c e r t h i s i s t h e 
t h i n g w h i c h i s c a u s i n g h e r t h e damage. . . but might 
c a u s e , l i k e k i d n e y f a i l u r e , o r might l e a d t o h e r 
d e a t h . . I t h i n k she knows, but she a l s o knows t h a t 
t h e r e a r e a l o t of t h i n g s wrong w i t h h e r not o n l y 
one. " 
( D r . V i i ) 
(6. till) 
The i n t e r v i e w s w i t h both p a t i e n t s r e v e a l t h a t V's i s a 
f a i r l y a c c u r a t e a s s e s s m e n t o f t h e i r knowledge, a t l e a s t 
t o t h e d e g r e e t h a t e a c h i s w i l l i n g t o t a l k about t h e 
i l l n e s s . F i r s t l y P t .01: 
" I went w i t h t h i s p a i n i n my stomach... and i t was a 
c y s t on t h e o v a r y . W e l l t h e y took i t o u t . . . t h e n I was 
i n p a i n w i t h my back, and he d i d t h e o p e r a t i o n . . . I 
was s t i l l i n p a i n . . . and he ( s u r g e o n ) s a i d he'd gone 
as f a r a s he d a r e . . . he was f r i g h t e n e d , you s e e , i f he 
went any h i g h e r . . . I would l o s e c o n t r o l of my hands 
and t h i n g s . But he t o l d me he had done as much s u r g e r y 
a s he c o u l d . . . And he t o l d me. he s a i d i t was e i t h e r a 
c y s t o r a tumour on my s p i n e . . . Turned out to be d u s t 
a c y s t . What do you c a l l i t ? a r a t e n o i d ( s i c ) c y s t . . . 
( I n t . Can you remember t h e v e r y words he s a i d t o you 
when he was d e s c r i b i n g what was wrong w i t h y o u ? ) No I 
c a n ' t . . I t h i n k I was too p o o r l y . . . f o r a n y t h i n g t o 
r e g i s t e r r e a l l y . . ( I n t . D i d you u n d e r s t a n d what he 
m e a n t ? ) W e l l I d i d t o a c e r t a i n e x t e n t t h e n he t o l d my 
husband and my son... I took i t from them b e t t e r t h a n 
I d i d from t h e d o c t o r . " 
( P t . 0 1 ) 
( 6 , k 5 ) 
And Pt.OH e x p l a i n s 
" I ' v e got what the y c a l l a d i v e n t i c u l a r ( s i c ) 
d i s e a s e . . . T h e r e was s o m e t h i n g wrong, w h i c h was 
d r a m a t i c a l l y wrong you know. And t h e y gave me 
t r e a t m e n t up t h e r e ( a t h o s p i t a l ) which was t e r r i b l e . 
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Oh i t s t h e t h i n g s t h e y do w i t h you. you know. T h e r e ' s 
t h i s machine, t h e r e ' s t h i s t h i n g . Oh I c a n ' t , I c a n n o t 
t h i n k o f i t . . . I f o n l y I c o u l d have been o p e r a t e d on.. 
Oh I don't know hi n n y , i t was funny 'cause t h e d o c t o r 
d i d n ' t want t o do i t . " 
( P t . 0 4 ) 
( 6 . 4 6 ) 
I n c o m p a r i s o n t o V's o t h e r t e r m i n a l p a t i e n t s , t h e s e two 
p a t i e n t s a r e r e l a t i v e l y i n f o r m e d about t h e i r problems. 
They both p o s s e s s l a b e l s f o r t h e i r i l l n e s s e s , w h i c h a r e 
r e a s o n a b l y r e l a t e d t o t h e d i s e a s e , and a s t h e q u o t a t i o n s 
r e v e a l a p p e a r t o comprehend some o f t h e i m p l i c a t i o n s . 
The f i n a l p a t i e n t t o be c o n s i d e r e d h e r e i s X's Pt.12 
about whose d i a g n o s i s t h e r e was s t i l l a d e g r e e o f 
c l i n i c a l u n c e r t a i n t y a t t h e t i m e o f t h e s t u d y . As X 
e x p l a i n s ; 
"The d i a g n o s i s h a s n ' t been f u l l y e s t a b l i s h e d . . . but he 
s u f f e r s from c h r o n i c b r o n c h i t i s and he has had some 
s u s p i c i o u s c h a n g e s . But t h e doubt must r e m a i n a s t o 
w h e t h e r o r not he has got a b r o n c i a l c a n c e r . " 
( D r . X i i ) 
( 6 . 4 7 ) 
but 
" P e r h a p s I have g i v e n t h e nod t h a t t h i n g s p e r h a p s a r e 
a l i t t l e b i t worse t h a n t h e y might have a t f i r s t 
r e a l i s e d . But he knows d o l l y w e l l t h a t he c o u l d go t h e 
n e x t week o r t h e week a f t e r . Or a t l e a s t I t h i n k he 
does... He's been t o l d t h a t t h e r e i s n o t h i n g more t h a t 
I c a n do f o r him, t h a t I c a n ' t t e l l him e x a c t l y what 
i s wrong." 
( D r . X i i ) 
( 6 . 4 8 ) 
The p a t i e n t seems t o c o n f i r m X's a s s e s s m e n t t h a t he knows 
o r a t l e a s t s t r o n g l y s u s p e c t s t h a t he has more t h a n a 
s i m p l e b r o n c h i t i s . 
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( P t . 1 2 ) "Up t o t h e day I r e t i r e d . . . I ' d been t o t h e 
d o c t o r ' s s i x t i m e s . . . But s i n c e I r e t i r e d I ' v e l i v e d 
a t t h e d o c t o r ' s . . . w i t h d u s t o r d i n a r y b r o n c h i t i s , you 
know... I mean t h e y m entioned t h a t t h e y c a n ' t c u r e me, 
n e v e r been c u r e d , n e v e r w i l l be." 
( S p . 1 2 ) " T h a t ' s what he t o l d him. he has c h r o n i c 
b r o n c h i t i s . . . J u s t keep i t a t t h e c h r o n i c b r o n c h i t i s . " 
( P t . 1 2 ) "He's t r e a t i n g me f o r c h r o n i c b r o n c h i t i s . 
What t h e h e l l c a n I do i f t h e r e i s s o m e t h i n g e l s e 
wrong w i t h me!" 
( P t . 1 2 ) 
( 6 . 4 9 ) 
The l a s t s e n t e n c e o f t h i s q u o t a t i o n e x p l o d e d from t h e 
p a t i e n t i n a l o u d and a n gry manner. D u r i n g t h e i n t e r v i e w 
t h i s o u t b u r s t was t h e o n l y i n d i c a t i o n t o t h e i n t e r v i e w e r 
t h a t t h i s p a t i e n t may be a n y t h i n g but a c h r o n i c c o n t r o l . 
Only once t h e i n t e r v i e w t r a n s c r i p t was u n d e r g o i n g a n a l y s i s 
d i d t h e s p o u s e ' s remark w h i c h p r e c e d e d (and p o s s i b l y 
c a u s e d ) i t a t t a i n any s i g n i f i c a n c e . I t seems c l e a r from 
th e s p o u s e ' s d e s i r e t o "keep i t a t b r o n c h i t i s " and t h e 
p a t i e n t ' s r e s p o n s e , t h a t b o t h a r e aware t h a t b r o n c h i t i s i s 
o n l y p a r t o f t h e problem. The n a t u r e o f any f u r t h e r 
problem i s not e n l a r g e d upon, and t h e s o u r c e of any s u c h 
i n f o r m a t i o n about t h e i l l n e s s i s not c l a r i f i e d . I t i s 
t h u s not p o s s i b l e t o be more s p e c i f i c t h a n t o p o i n t t o t h e 
agreement o f a l l c o n c e r n e d t h a t t h e d o c t o r has s a i d t h e 
p a t i e n t i s not c u r a b l e and t h a t any i n f o r m a t i o n i n d i c a t i n g 
t h e c a s e t o be more c o m p l i c a t e d t h a n b r o n c h i t i s has been 
p a s s e d i n some vague way by t h e g.p., w h i c h X e x p r e s s e s 
w i t h t h e p h r a s e " g i v e n t h e nod". However t h i s may be, i t 
a p p e a r s t h a t X's p e r c e p t i o n o f P t . l 2 ' s a w a r e n e s s o f h i s 
i l l n e s s i s a c c u r a t e , s i n c e he e x p r e s s e s s u s p i c i o n s o f t h e r e 
b e i n g a more s e r i o u s problem. 
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T e r m i n a l I g n o r a n t The f i r s t p a t i e n t t o be c o n s i d e r e d 
from t h e t e r m i n a l i g n o r a n t group i s P t . 2 4 . Z's 
r a t i o n a l e f o r h i s a s s e s s m e n t o f h e r a w a r e n e s s c l o s e l y 
r e s e m b l e s t h a t of one of h i s "knowing" p a t i e n t s ( P t . 2 3 ) . 
I n t h e l a t t e r c a s e Z e x p l a i n e d t h a t he b e l i e v e d t h a t s h e 
knew, b e c a u s e s h e kept away from d o c t o r s . I n t h e c a s e o f 
Pt.2 4 , Z d e s c r i b e d h i s p a t i e n t ' s r e t i c e n c e i n p r e s e n t i n g 
h e r c a n c e r symptoms to t h e d o c t o r , and gave a d e t a i l e d 
c a s e h i s t o r y based on t h e p a t i e n t ' s m e d i c a l r e c o r d s . 
However i n t h i s c a s e t h e f a c t t h a t s h e a v o i d e d t e l l i n g a 
d o c t o r about h e r c a n c e r symptoms i s t a k e n a s e v i d e n c e t h a t 
she does not know what i s wrong and does not w i s h t o know 
e i t h e r . 
"She saw Dr. Brown i n O c t o b e r 1980 and a l l s h e wanted 
was a h e a r i n g a i d . . . then s h e saw Dr. B l a c k i n March 
... and s h e d i d n ' t mention a n y t h i n g about h a e m o r r h o i d s 
o r b l e e d i n g o r a n y t h i n g l i k e t h a t . . . F u r t h e r . . s h e has 
a l s o had d i a r r h e a ...which she d i d not m e n t i o n t o me 
b e f o r e . . S h e ' s been h o l d i n g t h a t b ack... To Mr 
L o f t u s . . s h e g i v e s a y e a r ' s h i s t o r y o f b l o o d y mucoid 
w a t e r y d i a r r h e a . . . She was h a v i n g symptoms f o r a y e a r 
r e a l l y b e f o r e s h e s o r t o f took t h e p l u n g e and t o l d 
anyone about i t . " 
( D r . Z i i ) 
( 6 . 5 0 ) 
R e c e n t l y t h e p a t i e n t a s k e d Z about h e r i l l n e s s . 
"She s a i d , "what's wrong w i t h me?" and I s a i d , "you've 
got some f l u i d i n y o u r tummy and t h e y ' l l need t o t a k e 
i t o f f . " And s h e was o b v i o u s l y r e l i e v e d t h a t i t was 
d u s t f l u i d i n h e r tummy, you know, and s h e a c c e p t e d 
t h i s and seemed q u i t e e c s t a t i c a l m o s t . I t h i n k s h e 
s u s p e c t s t h a t t h e r e i s so m e t h i n g s e r i o u s l y wrong... 
But a s I s a y I don't t h i n k she wants t o know. I f s h e 
has got f l u i d i n h e r tummy, t h i s i s g r e a t by h e r s o r t 
o f t h i n g . " 
( D r . Z i i ) 
( 6 . 5 1 ) 
The p a t i e n t h e r s e l f had o b v i o u s l y r e a l i s e d t h a t s o m e t h i n g 
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was s e r i o u s l y a m i s s f o r some ti m e . She d e s c r i b e d t h e 
f o l l o w i n g d i s c u s s i o n w i t h a f r i e n d w h i c h o c c u r e d d u r i n g 
t h e p e r i o d o f a y e a r o r so b e f o r e t e l l i n g t h e d o c t o r about 
h e r symptoms. 
" I was i r o n i n g and s h e s a y s , "You l o o k j i g g e r e d . " I 
s a y s , " J i g g e r e d , I f e e l i t . " And s h e s a i d , "You s h o u l d 
have a d o c t o r . " "Oh!" I s a y s , " i f I had a d o c t o r I 
would be s u r e t o go t o h o s p i t a l and I don't want t o 
go. "" 
( P t . 2 4 ) 
( 6 . 5 2 ) 
At t h e ti m e o f t h e i n t e r v i e w t h e p a t i e n t was v e r y i l l and 
a l t h o u g h l u c i d , she o c c a s i o n a l l y a p p e a r e d t o be 
s t r u g g l i n g t o m a i n t a i n c o n s c i o u s n e s s . The o n l y d e s c r i p t i o n 
o f t h e n a t u r e o f h e r i l l n e s s t h a t t h e p a t i e n t gave, 
f o l l o w e d on from t h e spouse t e l l i n g t h e i n t e r v i e w e r about 
t h e i l l n e s s d u r i n g a l u l l i n h e r t a l k when h e r 
c o n c e n t r a t i o n a p p e a r e d t o d r i f t . 
( S p . 2 4 ) "He c u t a growth out of h e r you know... I 
don't know what i t was, whe t h e r i t was a c a n c e r o r 
what i t was. But t h a t ' s what I suppose i t ' d be." 
( P t . 2 4 ) "They o p e r a t e d on my tummy t o c l e a n i t o u t . " 
( P t . 2 4 ) 
( 6 . 5 3 ) 
The s p o u s e spoke w i t h i n t h e p a t i e n t ' s h e a r i n g and made no 
at t e m p t t o p r e v e n t h e r o v e r h e a r i n g . The p a t i e n t showed 
no s u r p r i s e a t what was s a i d and ,1ust a p p e a r s t o c o n f i r m 
i t . Whether t h e p a t i e n t was s t i l l a s o c i a l b e i n g i n t h e 
e y e s o f h e r f a m i l y i s u n c l e a r and so i t i s not p o s s i b l e t o 
a s s e s s w h e t h e r t h e husband spoke knowing s h e would h e a r o r 
as i f s h e was n o t t h e r e . 
Pt.26 a l s o d i d n o t s a y much about h i s i l l n e s s d u r i n g t h e 
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i n t e r v i e w and a l t h o u g h he a l s o d e l a y e d i n g o i n g t o t h e 
g.p. when he became i l l , Z n e i t h e r c i t e s t h i s a s e v i d e n c e 
t h a t he knows, nor t h a t he does n o t know. The p a t i e n t 
s a y s , 
" I would s a y 3 o r U months.... Now I k e p t p u t t i n g i t 
o f f u n t i l I got worse and worse. I ,1ust don't l i k e 
g o i n g t o t h e d o c t o r s . . . I t was my own f a u l t r e a l l y , 
b e c a u s e I put i t o f f and put i t o f f you know. I s h o u l d 
have been t h e r e a f o r e . " 
( P t . 2 6 ) 
( 6 . 5 4 ) 
Z i s c e r t a i n l y aware t h a t t h e p a t i e n t d e l a y e d i n s e e k i n g 
m e d i c a l a t t e n t i o n . 
" T h a t i s q u i t e a l o n g time t o have l a r y n g i t i s . , s o you 
t h i n k , "Ah, t h e r e ' s a b i t o f s o m e t h i n g wrong h e r e " . So 
I made a l i t t l e n o te o f t h a t . . . I t h e n gave hira a 
c o u r s e o f a n t i - b i o t i c s on t h e a s s u m p t i o n t h a t i t was a 
s t r a i g h t f o r w a r d l a r y n g i t i s and t h a t i t would be 
d r a g g i n g on a b i t l o n g e r t h a n a v e r a g e . " 
( D r . Z i i ) 
( 6 . 5 5 ) 
Z e x p l a i n s t h a t he t h i n k s t h a t P t . 2 6 b e l i e v e s t h a t he h a s 
an u l c e r , and t h a t t h i s b e l i e f i s ba s e d on i n f o r m a t i o n 
from t h e h o s p i t a l . 
" I n one o f t h e l e t t e r s t h e y a c t u a l l y s a i d he h a s been 
t o l d t h a t he has an u l c e r o f t h e l a r y n x and ( i n h i s 
n o t e s ) I have w r i t t e n down and u n d e r l i n e d c a r c i n o m a 
i n b r a c k e t s . So t h e y have t o l d him he has an u l c e r , so 
I don't know w h e t h e r he s t i l l b e l i e v e s t h i s o r n o t . " 
( D r . Z i i ) 
( 6 . 5 6 ) 
L a t e r he c o n t i n u e s , 
" a s f a r a s he i s c o n c e r n e d h e ' s b e i n g t r e a t e d f o r an 
u l c e r o f h i s l a r y n x and h i s l i f e i s s t i l l u n f o l d i n g i n 
f r o n t o f him." 
( D r . Z i i ) 
( 6 . 5 7 ) 
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Pt.26 does indeed speak of h i s i l l n e s s as an u l c e r . 
During the i n t e r v i e w , nothing was s a i d t h a t i n any way 
i m p l i e d t h a t he d i d anything but accept t h i s term a t f a c e 
v a l u e . even i f he remonstrated h i m s e l f f o r not s e e k i n g 
medical a d v i c e more promptly. 
"They took a p i e c e out to a n a l y s e i t and they found i t 
was an u l c e r . " 
(Pt.26) 
(6.58) 
Pt.26 gave one of the s h o r t e s t i n t e r v i e w s of the s e r i e s , 
w i t h a t r a n s c r i p t length of 15 pages. T h i s mostly 
c o n s i s t s of the i n t e r v i e w e r a s k i n g the q u e s t i o n s and 
probing, and the p a t i e n t responding wi t h s h o r t or yes/no 
answers. The reasons t h a t Pt.26 s a y s so l i t t l e o v e r a l l 
d u r i n g the i n t e r v i e w are complex and probably r e f l e c t more 
than ,1ust an ignorance of h i s I l l n e s s . Dr.Z's assessment 
of Pt.26 i s reasonable and agrees w i t h p o i n t s made i n the 
i n t e r v i e w e r ' s f i e l d notes. The f o l l o w i n g p o i n t i s 
probably the most important, i n so f a r as i t e x p l a i n s 
Pt.26'8 r e a c t i o n to h i s i l l n e s s , a t l e a s t i n p a r t . 
" I t h i n k he's a down to e a r t h pitman type, who has 
more brawns than b r a i n , without, you know, being 
derogatory. But I think he's dust the s o r t of l a d t h a t 
g e t s on wit h t h i n g s and doesn't make a f u s s . And I 
t h i n k h i s t h r o a t probably does hu r t a f t e r t a l k i n g a t 
any l e n g t h and that he probably does f i n d t h a t 
o f f p u t t i n g . " 
( D r . Z i i ) 
(6.59) 
As s t a t e d e a r l i e r , V's p o l i c y i s one of p a s s i v e l y 
w a i t i n g . Yet he i s aware t h a t i n some c a s e s the p a t i e n t 
w i l l know what i s happening. During the c a s e h i s t o r y 
i n t e r v i e w he s a i d of Pt.05, who had d i e d t h r e e days a f t e r 
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being i n t e r v i e w e d . 
"... he was s l i d i n g down and I t h i n k he knew he was 
s l i d i n g down.... Well, I d i d n ' t t e l l him that he had 
cancer, I d i d n ' t mention t h a t , but I did mention what 
was done to h i s stomach, but not t h a t there was 
cancer, understand. I f he wanted to take t h a t i n , 
probably he might have thought t h a t i t was cancer but 
i t was not t o l d to him.... He must have known i n h i s 
heart t h a t he was not going to get any b e t t e r , because 
he knew t h a t we were not going to do anything about 
i t , except I go and have a chat and t a l k to him about 
food and d i e t and pain and I gi v e him some medicine. 
I t i s q u i t e c l e a r i f someone i s s e n s i b l e enough. to 
know what doctors can do about i t , and what i t i s 
then". 
( D r . V i i ) 
(6.60) 
Thus V i s aware t h a t the p a t i e n t may know the t r u t h , 
but n e v e r t h e l e s s c a t e g o r i s e d him as a t e r m i n a l p a t i e n t 
who did not know. V a l s o i n d i c a t e s t h a t i n f o r m a t i o n may 
be communicated by the g.p. h i m s e l f by the nature of the 
treatment given, or as i n t h i s case the l a c k of any 
c u r a t i v e treatment. What appears to be held back by V i n 
t h i s case i s not n e c e s s a r i l y the in f o r m a t i o n i t s e l f , but 
an e x p l i c i t f o r m u l a t i o n of i t as p a r t of a r o u t i n e 
encounter between g.p. and p a t i e n t . There are a number 
of ways i n which g.p.s can c o n t r o l and/or p r o h i b i t the 
flow of such e x p l i c i t f o r m u l a t i o n s of in f o r m a t i o n d u r i n g a 
r o u t i n e i n t e r a c t i o n with a p a t i e n t . The mechanisms by 
which any c o n t r o l i s achieved, may be I n t r i n s i c to a 
g.p.'s s t y l e of d o c t o r i n g (appearing i n analogous forms i n 
h i s c o n s u l t a t i o n s w i t h non-terminal p a t i e n t s ) and the g.p. 
may not be aware of t h i s i n f l u e n c e and c o n t r o l over 
i n t e r a c t i o n s . On the ot h e r hand they may be 
" s t r a t e g i e s " and i n c l u d e the i n t e n t t h a t t h i s word 
i m p l i e s . I t i s l i k e l y t h a t i n f a c t V goes f u r t h e r than 
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merely a w a i t i n g a question, b l o c k i n g p o t e n t i a l q u e s t i o n s 
from p a t i e n t s . The ways i n which t h i s may occur a r e 
d e s c r i b e d i n the next chapter. 
Even i f V f s s t a t e d p o l i c y i s not as extreme as i t could 
be, s i n c e i t a l l o w s f o r t e l l i n g i n response to a d i r e c t 
q u e s t i o n , i n p r a c t i c e such questions never seem to be 
asked of him. I t i s c l e a r , as we have seen, t h a t V does 
not encourage qu e s t i o n s , but a c c e p t s a p a t i e n t ' s 
confidence and e x p e c t a t i o n that i n f o r m a t i o n w i l l not be 
given, as i n d i c a t e d by what Pt.05 has to say. 
"No, no they didn't t e l l me nothing, you see t h i s i s 
the i d e a of where that confidence comes i n , i s n ' t i t ? " 
(Pt.05) 
(6.61) 
and 
"Well, when you've had an o p e r a t i o n . . . they don't t e l l 
you what they've done do t h e y ? " 
(Sp.05) 
(6.62) 
Thus Z i s not alone i n h i s u n c e r t a i n t y about how aware 
p a t i e n t s a r e about t h e i r i l l n e s s e s , f o r t h e r e i s a l s o 
ambiguity as to how much V's t e r m i n a l ignorant p a t i e n t s 
know. Pt.05 has not been t o l d about the nature of h i s 
i l l n e s s and the operation he r e c e i v e d , but perhaps 
s u s p e c t s t h a t he i s s e r i o u s l y i l l and dying. That 
Pt.05 was s u s p i c i o u s , i s acknowledged by V i n what he has 
to say about the p a t i e n t (6.60). These s u s p i c i o n s were 
most c l e a r l y s t a t e d by Pt.05 during the i n t e r v i e w when he 
s a i d . 
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**I wish he had t o l d us more. ( I n t . Why?) Why w e l l , 
w e l l he couldn't make no d i f f e r e n c e could he? Well I 
couldn't make head nor t a i l of i t . ( I n t . Would i t have 
made you any happier do you t h i n k ? ) Well, i t ' s not 
n e c e s s a r y to make you happy, i s i t ? ( I n t . What do you 
mean?) Aye, aye, i t could be the r e v e r s e . . . w e l l maybe 
t h a t ' s why they don't t e l l you i s n ' t i t ? " 
(Pt.05) 
(6.63) 
About Pt.08 the s i t u a t i o n i s more c l e a r c u t . During 
i n t e r v i e w Pt.08 e x p l a i n e d t h a t she was s u f f e r i n g from 
anaemia and was run down as a r e s u l t of an o p e r a t i o n to 
remove a bl e e d i n g stomach u l c e r . Her c o n t i n u i n g anaemia 
would s e t t l e down i n due course as she got over the 
i l l n e s s . V e x p l a i n e d her b e l i e f s v e r y s i m i l a r l y . 
"She never even gave i t a second thought... she was 
t o l d a t the h o s p i t a l t h a t she had had an operation, 
she was anaemic because she had an u l c e r , which was 
taken out. " 
( D r . V i i ) 
(6.6U) 
V, l i k e Z, bases h i s assessment of p a t i e n t ignorance about 
the i l l n e s s on m u l t i p l e i n d i c a t o r s . Again t h e r e are 
problems i n the meaning t h a t i s a s c r i b e d to i n d i v i d u a l 
i n d i c a t o r s by the g.p., some of which are nebulous, and 
open to a l t e r n a t i v e i n t e r p r e t a t i o n . Of Pt.05 V s a y s . 
" I ' l l see him depressed or p e s s i m i s t i c a l l the time 
which I f e e l was probably due to because he did n ' t 
know what was wrong with him. I did n ' t t e l l him." 
( D r . V i i ) 
(6.65) 
I n the c a s e of Pt.08 ( 6 . 6 4 ) , V has e i t h e r been i n c o n t a c t 
w i t h the h o s p i t a l or he bases h i s assessment on what she 
say s the h o s p i t a l t o l d her. I n a d d i t i o n what the 
p a t i e n t ' s s i s t e r s a i d when she v i s i t e d the surgery, i s 
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accepted by V as f u r t h e r evidence t h a t Pt.08 does not 
know. 
" I haven't spoken to her about her i l l n e s s as such... 
She doesn't know i t was cancer and I haven't t o l d her 
anything about i t . . The s i s t e r w i t h whom she i s 
l i v i n g . . . came to see me and s a i d "Doctor I haven't 
been t o l d by anyone what i s wrong with her... though I 
t h i n k probably i t i s cancer". I s a i d y e s . . . and then 
she s a i d "Well I am glad t h a t my s i s t e r does not know 
about i t . " 
( D r . V i i ) 
( 6 . 6 6 ) 
A f u r t h e r i n d i c a t o r accepted by V i s the p a t i e n t ' s 
demeanour. 
" I t h i n k she does not know because she i s q u i t e 
c h e e r f u l and she i s t h i n k i n g i n terms of going 
shopping and buying new c l o t h e s f o r h e r s e l f . So I am 
q u i t e p l e a s e d f o r her t h a t she does not know what i s 
wrong w i t h h e r . " 
( D r . V i i ) 
(6.67) 
There i s i n c o n s i s t e n c y i n V's c r i t e r i a , s i n c e i n the 
case of Pt.05 (6.65) i t i s the p a t i e n t ' s unhappiness t h a t 
V t a k e s as i n d i c a t i v e of h i s not knowing, w h i l e f o r 
Pt.08 (6.67) i t i s her happiness which i s i n d i c a t i v e of 
her not knowing. 
For X the p a t i e n t ' s happiness i s e x p l i c i t l y reason f o r 
not t e l l i n g , as w e l l as an i n d i c a t o r t h a t the p a t i e n t does 
not know, as i s r e v e a l e d i n comments about Pt.13. 
"He's the laughing one. He t h i n k s he's been cured and 
I haven't e n l i g h t e n e d him on t h a t . . . I have no 
I n t e n t i o n of t e l l i n g him the nature of the i l l n e s s . . . 
because he's happy. I wouldn't want to upset him... I 
t h i n k he'd be going through mental h e l l i f he knew... 
so I t h i n k i t would be c r u e l to t e l l him." 
( D r . X i i ) 
(6.68) 
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And y e t X e n t e r t a i n s the i d e a t h a t Pt.13 may not be 
t o t a l l y i n the dark. 
"Men of h i s age are normally q u i t e s e n s i b l e and... 
p e r c e i v e t h a t they have got a n a s t y i l l n e s s . " 
( D r . X i i ) 
(6.69) 
I n s p i t e of t h i s X's o v e r a l l i m p r e s s i o n of Pt.13 i s t h a t 
he does not know about h i s i l l n e s s , an i m p r e s s i o n 
c o n s i s t e n t w i t h t h a t of the i n t e r v i e w e r . The i n t e r v i e w e r 
l e f t w i t h the misapprehension t h a t the p a t i e n t was a 
c h r o n i c c o n t r o l , t h a t i s u n t i l the p a t i e n t ' s w i f e 
whispered to him on the f r o n t doorstep. 
" I t wasn't a g a l l s t o n e you know. They found a cancer, 
but he doesn't know. J u s t ask Dr.X, h e ' l l t e l l you a l l 
about i t . " 
(Sp.13) 
(6.70) 
On the o t h e r hand although the p a t i e n t r e a l i s e d both t h a t 
he had been ver y i l l before the o p e r a t i o n and t h a t h i s 
l i f e may have been i n danger, t h i s was now a l l i n the 
p a s t . I n h i s view the o p e r a t i o n had been even more 
s u c c e s s f u l than h i s doctors had expected and he was on the 
road to r e c o v e r y . 
"Yellow Jaundice t h a t was the complaint... and 
g a l l s t o n e s they had to take out... When I went down 
t h e r e ( o p e r a t i n g t h e a t r e ) i t was touch and go. I t was 
e i t h e r put you through a l r i g h t or goodbye. I t was 9 
times out of 10 goodbye... I ' v e had no p a i n s i n c e I 
came out of h o s p i t a l . . . I ' v e done remarkable w e l l . " 
(Pt.13) 
(6.71) 
And t h i s i s c o n s i s t e n t with X's assessment, although X 
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e x p r e s s e s a degree of u n c e r t a i n t y about how much e i t h e r of 
h i s " i g n o r a n t " p a t i e n t s know about t h e i r i l l n e s s . 
However of the two he i s more sure about Pt.13. wi t h 
the u n s p e c i f i c a s s e r t i o n about "men of h i s age" being the 
only time he suggests that Pt.13 may have any i n k l i n g of 
what i s going on. But, X seems f a r from c e r t a i n about 
how much Pt.17 knows or does not know. Because of t h i s 
he a l l o c a t e d her to the study only a f t e r another p a t i e n t 
had been found to be u n s u i t a b l e . 
" I t h i n k t h i s one was put i n i n p l a c e of J.L., i t was 
one I co n s i d e r e d e a r l y on and r e j e c t e d . She i s a woman 
I have mixed f e e l i n g s about and... I r e j e c t e d . You 
know, because I thought i t was a b i t d i f f i c u l t to 
d e f i n e r e a l l y as to whether we had d i s c u s s e d t h i n g s or 
not. " 
( D r . X i i ) 
(6.72) 
X's u n c e r t a i n t y about how much Pt.17 knows, seems to 
r e s u l t from an u n c e r t a i n t y about how t r u t h f u l he h i m s e l f 
has been to her. 
"She has had a bladder tumour, she i s under r e g u l a r 
review a t the h o s p i t a l and she does not l i k e i t . She 
knows, I think, she has got a bladder tumour. But she 
i s one t h a t I didn't t e l l i n i t i a l l y . She was t o l d by 
i n f e r e n c e . She has got a b i t of angina and she i s 
a n x i e t y prone, and she has had a f e a r of can c e r and 
she had the bladder tumour removed... and she goes up 
f o r y e a r l y checkups and she wanted to know why she had 
to keep going. What was wrong? Did she have c a n c e r ? 
And I t h i n k i n i t i a l l y I probably s a i d no, or I t o l d 
her a l i t t l e white l i e , and I went round the q u e s t i o n 
because she wouldn't have accepted i t very w e l l a t 
a l l . . . She wouldn't have accepted c a n c e r v e r y w e l l , 
but t h e r e i s t r a n s i t i o n a l c e l l tumour and she has had 
r a d i o t h e r a p y and I am s u r e t h a t she understood the 
s i g n i f i c a n c e of r a d i o t h e r a p y but, w e l l , she d i d n ' t 
seem to l e t i t hang out, you see". 
( D r . X i i ) 
(6.73) 
Thus although i t i s c l e a r the p a t i e n t s u s p e c t e d she may 
have cancer, s i n c e she asked, X has confused the i s s u e by 
not answering t h i s q u e s t i o n s t r a i g h t f o r w a r d l y . T h i s he 
J u s t i f i e s by r e l a t i n g t h a t she would not accept the t r u t h 
anyway, and p o i n t i n g to her " a n x i e t y proneness", 
i m p l i c i t l y s u g g e s t i n g that such bad news could worsen her 
angina. I t seems reasonable to suggest t h a t X i n f a c t 
f e l t uncomfortable i n a d m i t t i n g h i s deception, f o r he 
r e i t e r a t e d h i s reasons ( t h a t the p a t i e n t was anxious and 
unaccepting) on more than 4 o c c a s i o n s during d i s c u s s i o n 
of the case. To some extent, X's v e r s i o n of what occured, 
i s confirmed by the p a t i e n t h e r s e l f , when she e x p l a i n s 
how she became aware of the nature of her i l l n e s s . 
" I had a tumour i n my bladder... they sent f o r me to 
go and have, i s i t a b i o p s y ? . . . I was sent to the 
General ( h o s p i t a l ) , as I thought f o r a deep X-ray and 
as X-ray goes I thought i t was dust X-ray, you see. 
But I found out i t was radium they were doing. The 
nurse s a i d , 'cause I was upset, the nurse s a y s , 
"what's the m a t t e r ? " I t o l d her. She s a y s , "how d i d 
you f i n d o u t ? " I s a y s , "because you sent me to the 
same p l a c e as the other women th a t has got cancer, you 
see". And i f they'd kept me on the other room the 
f i r s t day I went down I wouldn't have tumbled i t , 
maybe I would i n the end. But I wouldn't have tumbled 
to i t so soon... As soon as they sent me i n t o t h a t 
room I tumbled r i g h t away, i t was radium... I t ' s J u s t 
the thought of having i t , what i t ' s f o r . " 
(Pt.17) 
(6.74) 
L a t e r d u r i n g the i n t e r v i e w she d e s c r i b e s her d i s c u s s i o n of 
the i l l n e s s w i t h X. 
" I dust went ( t o see X) and s a i d , " I t h i n k you and me 
b e t t e r have a l i t t l e t a l k " . Well he s a y s , " I was dust 
t h i n k i n g about t h a t m y s e l f . " He was dust w a i t i n g f o r 
the o p p o r t u n i t y to t a l k to me, to see when I would be 
a l r i g h t to t a l k about i t . So we t a l k e d about i t and I 
s a i d to him I s a i d i t was cancer. He s a y s , he d i d n ' t 
say t h a t . . . And of course I had the t a l k with him and 
I s a i d what I thought i t was. He s a y s , "mind I d i d n ' t 
say t h a t , you d i d . " He s a y s , "we don't c a l l i t t h a t . 
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We c a l l them tumours. They a r e e i t h e r malignant or 
t h e y ' r e not malignant you s e e . " But he s t i l l d i d n ' t 
say t h a t i t wasn't malignant, you see. But I s t i l l say 
i t was. Of course the doctor doesn't t e l l you these 
t h i n g s to save you a l l t h i s worry you see". 
(Pt.17) 
(6.75) 
X's account of t h e i r d i s c u s s i o n corresponds to t h a t of the 
p a t i e n t . 
" I t h i n k more r e c e n t l y we've had the opportunity to 
t a l k about t h i n g s . And w e l l I'm s u r e i f I have used 
the word tumour, I t h i n k I have t r i e d to d e f i n e t h a t 
from cancer, t r i e d to i n f e r t h a t , w e l l t h a t t h i s 
doesn't mean t h a t her t h r o a t has been c u t . . . But I am 
sure I have used the word tumour, t h a t i s a word t h a t 
I would use and i t does not n e c e s s a r i l y have the same 
s i g n i f i c a n c e f o r them... And mostly i t i s r e a s s u r a n c e 
she i s l o o k i n g f o r . . . But I have p l a c a t e d her and she 
i s h a p p ier now and understands t h a t she has got to go 
f o r the y e a r l y checkup.... I ' v e t r i e d to e x p l a i n i t to 
her t h a t i t i s something t h a t can r e c u r . But I don't 
t h i n k we w i l l ever use the word cance r . . . She needed a 
g r e a t d e a l of r e a s s u r a n c e and we have had to t e l l some 
white l i e s . One i s perhaps t r y i n g to cloud the 
d i a g n o s i s and not make i t f u l l y c l e a r . . I t h i n k she 
understands the s i g n i f i c a n c e of i t a l l now... I t h i n k 
i n more r e c e n t times we have become a l i t t l e more 
fra n k about i t and we've t a l k e d about tumours and 
t h i n g s . But whether tumours and cancer mean the same 
t h i n g to her I j u s t don't know.... There's a t e n s i o n 
t h a t comes a c r o s s . . . She s a y s I t h i n k t h e r e ' s 
something s e r i o u s l y wrong here, t e l l me., but I don't 
want to know at the same time." 
( D r . X i i ) 
(6.76) 
Thus X's account of what has been s a i d , corresponds 
c l o s e l y to t h a t of the p a t i e n t . From what Pt.17 s a y s i t 
i s c l e a r t h a t he i s c o r r e c t to q u e s t i o n how s u c c e s s f u l l y 
he has clouded the d i a g n o s i s and made the somewhat 
a r t i f i c i a l d i f f e r e n t i a t i o n between can c e r and tumour. 
Even i f , when Pt.17 d e s c r i b e s X's d i s t i n c t i o n , her words 
i n t r a n s c r i p t form l e a v e room f o r ambiguity i n meaning, 
the i n t o n a t i o n w i t h which they were u t t e r e d c l e a r l y 
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i n d i c a t e d t h a t she d i d not b e l i e v e a word of i t . 
L a t e r d u r i n g the i n t e r v i e w Pt.17 expands on the re a s o n s 
why she f e l t X had not e x p l a i n e d to her about her c a n c e r 
more f o r t h r i g h t l y , perhaps i n d i c a t i n g t h a t X was indeed 
c o r r e c t not to do so. 
" I f i t hadn't been f o r what i t was, I would l i k e to 
have been t o l d , been e x p l a i n e d more to me. My 
s i s t e r - i n - l a w , they e x p l a i n e d e x a c t l y what she. she 
had, h i a t u s h e r n i a . . . So of course they e x p l a i n e d 
e v e r y t h i n g to her. But w i t h c a s e s l i k e mine, I 
p r e f e r r e d not to be e x p l a i n e d to, you see". 
(Pt.17) 
(6.77) 
Towards the end of the case h i s t o r y i n t e r v i e w , X admits 
t h a t h i s p e r c e p t i o n of the p a t i e n t as being anxious was 
only p a r t of the problem. He f e e l s t h a t the way i n which 
she had i n i t i a l l y become aware of the nat u r e of her 
i l l n e s s i n i t s e l f exacerbated the problems he faced. 
"She l i t e r a l l y d i d take i t badly t h a t she had had 
r a d i o t h e r a p y . I t h i n k t h a t she d i d r e c o g n i s e the 
s i g n i f i c a n c e of i t and did n ' t r e a c t v e r y w e l l to i t . 
And i t was a d i f f i c u l t problem a c t u a l l y , because, 
o b v i o u s l y the outlook wasn't too b r i g h t f o r h e r . . . " 
( D r . X i i ) 
(6.78) 
The p a t i e n t a l s o c o n s i d e r s t h a t the way she had come to 
know about her i l l n e s s had upset her, a s s e r t i n g t h a t she 
would have p r e f e r r e d to have been forewarned. 
" I was v e r y v e r y upset when I got to know I was 
g e t t i n g radium, because i t never dawned on me... I f 
they t o l d me i n the beginning... I would have s o r t of 
accepted i t and I would have got over the shock. But 
with f i n d i n g out myself I t h i n k i t was a bigger 
shock." 
(Pt.17) 
(6.79) 
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The h o s p i t a l s t a f f then attempted to d i s g u i s e the reason 
f o r t a k i n g the p a t i e n t to the r a d i o t h e r a p y room, by 
r e f e r r i n g to her weight and s a y i n g t h a t she was too b i g 
f o r the t a b l e i n the o ther room ( i n the X-ray 
department). Whatever her r e s e r v a t i o n s about f i n d i n g 
out i n t h i s way, Pt.17 c o n s i d e r s the h o s p i t a l s t a f f were 
w e l l enough i n t e n t i o n e d . 
"Well they do these t h i n g s f o r the b e n e f i t of the 
p a t i e n t . I don't know i f i t ' s r i g h t t h a t a p a t i e n t 
f i n d s out t h a t way, but I got over i t and I had a few 
weeks without knowing. So I mean i t saved me t h a t 
worry f o r t h a t period of time." 
(Pt.17) 
(6.80) 
Although the p a t i e n t c l e a r l y r e v e a l e d knowledge of her 
i l l n e s s to the i n t e r v i e w e r , X remains u n c e r t a i n about how 
much the p a t i e n t knows. T h i s u n c e r t a i n t y i s probably 
i n d i c a t i v e of X's s e n s i t i v i t y to the problems i n v o l v e d 
i n communicating with p a t i e n t s . He f i n d s i t d i f f i c u l t to 
a s s e s s the f u n c t i o n a l s i g n i f i c a n c e f o r a p a t i e n t of what 
he has s a i d . He notes, w i t h r e f e r e n c e to Pt.17. i n a 
s e c t i o n p r e v i o u s l y quoted: 
" I f she knows she has had the c a n c e r t r e a t e d or not I 
wouldn't l i k e to d e f i n e . . . whether tumours and 
c a n c e r s mean the same t h i n g to her I j u s t don't know". 
and more g e n e r a l l y 
"tumour, t h a t i s a word t h a t . . . does not not 
n e c e s s a r i l y have the same s i g n i f i c a n c e f o r them" 
(6.81) 
The use of language of t h i s s o r t , when d e s c r i b i n g 
i l l n e s s e s to p a t i e n t s , i s something to which we w i l l 
r e t u r n . I t s u f f i c e s to say a t t h i s p o i n t t h a t X i s not 
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unique i n r e p o r t i n g language behaviour of t h i s s o r t . 
However he i s unique f o r t h i s s e t of g.p.s i n th a t the use 
of such l i n g u i s t i c d e v i c e s seems to r e s u l t i n a r e a l 
f e e l i n g of u n c e r t a i n t y about how much i n f o r m a t i o n he has 
communicated to the p a t i e n t . 
While X, i n common with V and Z, d e s c r i b e d a p o l i c y 
during i n t e r v i e w 1, which d i d not r o u t i n e l y r e s u l t i n 
d i s c l o s u r e of information about i l l n e s s to t e r m i n a l 
p a t i e n t s . W d e s c r i b e d one which allowed f o r dust such 
d i s c l o s u r e . But w h i l s t o s t e n s i b l y W's p o l i c y i s one of 
informing everyone. he was s t i l l a b le to a l l o c a t e 
p a t i e n t s to the study, whom he co n s i d e r e d not to know 
about t h e i r i l l n e s s e s . He was ab l e to do t h i s by v i r t u e 
of h i s r e c o g n i t i o n t h a t a d i s t i n c t i o n can be drawn 
between t e l l i n g a p a t i e n t about h i s or her i l l n e s s and 
the p a t i e n t understanding and/or a c c e p t i n g what he or she 
has been t o l d . The l a t t e r i s e x e m p l i f i e d i n the ca s e of 
Pt.06 who e a r l y during her i n t e r v i e w s a i d to the 
i n t e r v i e w e r 
" I am on the road to recovery. You know I f e e l much 
b e t t e r than what I d i d . . . i n the past when I was 
r e a l l y i l l * 
(Pt.06) 
(6.82) 
The i n t e r v i e w continued w i t h the p a t i e n t a p p a r a n t l y happy 
to answer the i n t e r v i e w e r ' s q u e s t i o n s , u n t i l the 
f o l l o w i n g exchange occured (approximately h a l f way 
through the i n t e r v i e w t r a n s c r i p t ) . 
I n t . "Has the doctor d e s c r i b e d the i l l n e s s to 
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you or n o t ? " 
Pt.06 "Oh yes, y e s . " 
I n t . "Could you t e l l me about i t ? " 
Pt.06 " I ' v e got a colostomy." 
Sp.06 " I t was cancer of the bowels." 
Pt.06 "Cancer of the bowels and w e l l they take a l l 
the bowels away." ( P a t i e n t b u r s t s i n t o t e a r s . ) 
(Pt.06) 
(6.83) 
The p a t i e n t c r i e d f o r some minutes before g a i n i n g c o n t r o l 
of h e r s e l f and c o n t i n u i n g w i t h the i n t e r v i e w . She then 
r e v e a l s t h a t she had been t o l d about her i l l n e s s by a 
doctor at the h o s p i t a l , and t h a t : 
"He s a i d I would have a f a i r l y good span of l i f e , you 
know." 
(Pt.06) 
(6.84) 
T h i s i n c i d e n t makes sense i n the l i g h t of what the g.p. 
has to say about the p a t i e n t , f o r W a s s e r t s t h a t the 
p a t i e n t tends to deny the s e r i o u s n e s s of her i l l n e s s . 
"She d i d v e r y w e l l to begin with, she coped extremely 
w e l l , f e l t t h a t she had been cured, was aware t h a t i t 
was a growth, a cancer... They were t o l d i t was a 
growth and t h a t i t had been removed and t h a t i t might 
have been s u c c e s s f u l i n 1979... She g i v e s the 
i m p r e s s i o n t h a t she i s probably cured, but hasn't come 
to terms wi t h her colostomy... I t h i n k she has to f e e l 
t h a t , because I don't t h i n k she can cope w i t h the 
i l l n e s s . . . . And now t h a t the symptoms a r e coming back 
again she r e a l i s e s t h a t she, she knows t h a t i t i s 
g e t t i n g worse and worse. But I t h i n k she s t i l l t e l l s 
h e r s e l f t h a t she had the t h i n g taken away." 
(Dr.Wii) 
(6.85) 
W has thus a l l o c a t e d a p a t i e n t to the t e r m i n a l i g n o r a n t 
group who i s i n comparison to some of the p a t i e n t s we have 
c o n s i d e r e d above h i g h l y knowledgeable. A major 
d i f f e r e n c e between Pt.06 and W's two t e r m i n a l knowing 
p a t i e n t s i s t h a t whereas they are a b l e to accept what 
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they have been t o l d to the degree t h a t they are a b l e to 
t a l k about I t calmly, Pt.06 I s not a b l e to do t h i s . 
Furthermore the other two p a t i e n t s may r e c o g n i s e t h a t 
the chances t h a t treatment w i l l cure them are s l i m , but 
n o n e t h e l e s s cure remains a morale m a i n t a i n i n g p o s s i b i l i t y . 
Whereas the e x p e c t a t i o n of cure h e l d by Pt.06 i s 
u n r e a l i s t i c , i n so f a r as she a s s e r t s t h a t she i s "on the 
road to r e c o v e r y " . 
The f i n a l t e r m i n a l p a t i e n t to be considered i s W's Pt.20 
who l i k e Pt.06 has been t o l d about her i l l n e s s . However 
the reasons f o r which W has a l l o c a t e d her to the i g n o r a n t 
group d i f f e r from those f o r Pt.06. While Pt.06 i s 
c o n s i d e r e d by W to deny the nature of her i l l n e s s , Pt.20 
i s i n the words of W; 
"not a very i n t e l l i g e n t woman... She probably t o l d you 
she'd got a bone d i s e a s e . And you could t e l l her 
anything, but she would j u s t come away wit h a bone 
d i s e a s e . " 
(Dr.Wii) 
(6.86) 
D i s r e g a r d i n g the q u e s t i o n of whether or not i t i s a 
f u n c t i o n of her l e v e l of i n t e l l i g e n c e , the p a t i e n t had 
i n f a c t d e s c r i b e d her i l l n e s s i n terms c o n f i r m i n g W's 
p r e d i c t i o n . 
"The t r o u b l e i s I've got a d i s e a s e d bone i n the middle 
of my back... I t s t a r t e d o f f w i t h a p u l l e d muscle 
did n ' t i t ? (Sp.20. You s t a r t e d o f f w i t h a pain i n the 
back, l e t ' s put i t t h a t way.) No! The p u l l e d muscle 
Henry. I t s t a r t e d when I p u l l e d t h a t muscle bending." 
(Pt.20) 
(6.87) 
The disagreement between husband and w i f e on the a e t i o l o g y 
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of the i l l n e s s may be evidence f o r W's low i n t e l l i g e n c e 
theory, or i t may r e p r e s e n t a defense mechanism f o r the 
p a t i e n t . But, t h i s c a u s a l m i s a t t r i b u t i o n , i s n e i t h e r 
unusual, nor i n d i c a t i v e of low i n t e l l i g e n c e , i n the l i g h t 
of H e r z l i c h ' s (1973) r e s e a r c h i n t o l a y concepts of i l l n e s s 
c a u s a t i o n . O v e r a l l , however, i t i s again not a simple 
q u e s t i o n of the p a t i e n t j u s t not knowing about the nature 
of her i l l n e s s . W c e r t a i n l y allowed f o r the p o s s i b i l i t y 
t h a t she was aware t h a t she s u f f e r e d from a 
l i f e - t h r e a t e n i n g d i s e a s e , a t l e a s t i n the p a s t . 
" O r i g i n a l l y she knew i t was a f a t a l d i s e a s e , now she 
has got used to l i v i n g . . . (She i s ) i n a s t a t u s quo, i n 
an e q u i l i b r i u m . . . with l i f e and death.. And she has 
moved from w a i t i n g to d i e , to l i v i n g . " 
(Dr.Wii) 
(6.88) 
The p a t i e n t h e r s e l f i s probably aware t h a t she s u f f e r s 
from an i l l n e s s t h a t i s more complicated than j u s t having 
a bad back. The husband a t one point e x p l a i n s how the 
c o n s u l t a n t t o l d him about the i l l n e s s , and t h a t he had 
d i s c u s s e d what the c o n s u l t a n t s a i d to him w i t h Pt.20. The 
c o n s u l t a n t , a c c o r d i n g to the husband, s a i d ; 
" I t ' s a blood d i s o r d e r t h a t ' s c a u s i n g a s o f t e n i n g of 
the bones... But don't worry i t can be t r e a t e d by 
p i l l s . . . I know what you a r e going to ask me next, i s 
i t c a n c e r ? D e f i n i t e l y not, so you can f o r g e t a l l about 
t h a t . " 
(Sp.20) 
(6.89) 
T h i s i s i n f a c t not completely t r u e , s i n c e M u l t i p l e 
Myelomatosis (MM) i s a malignant d i s e a s e of the plasma 
producing c e l l s of the bone marrow ( s e e P o r t l o c k and 
G o f f i n e t , 1980; pp215-217). Dr.W u n e q u i v i c a l l y 
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d e s c r i b e d the i l l n e s s during the c a s e h i s t o r y i n t e r v i e w as 
a " c a n c e r " . The p a t i e n t h e r s e l f e x p r e s s e s an awareness 
of the nature of the i l l n e s s when she sa y s ; 
"There a r e l i m i t s I suppose f o r treatment and they a r e 
hol d i n g i t and t h a t ' s dust about i t . As f a r as 
complete cure. oh I t h i n k age i s a g a i n s t you f o r a 
s t a r t . " 
(Pt.20) 
(6.90) 
Although she r e f e r s to her age as being a g a i n s t her, how 
aware she i s of the l i f e t h r e a t e n i n g nature of her i l l n e s s 
i s never made e x p l i c i t . However, numerous remarks made 
during the i n t e r v i e w could be i n t e r p r e t e d as i n d i c a t i v e of 
her awareness of m o r t a l i t y , although expressed i n a v e i l e d 
manner. The f o l l o w i n g q u o t a t i o n i s presented by way of 
example. 
" I had a l i t t l e walk around the cemetry and i t ended I 
had to use a headstone to r e s t on you know. So i t 
proves, i t ' s t h e r e as a w i t n e s s , I know I ' v e got what 
I ' v e got." 
(Pt.20) 
(6.9D 
Such an e x p r e s s i o n would be i n t e r p r e t e d i n some 
a n a l y s e s (e.g. Hockey, 1981) as a c l e a r though d i s g u i s e d 
e x p r e s s i o n of awareness of impending death from i l l n e s s . 
The p r e s e n t author i s more guarded i n h i s i n t e r p r e t a t i o n 
and wishes merely to p o i n t out t h i s p o s s i b l e 
i n t e r p r e t a t i o n . 
Chronic C o n t r o l s Whereas the t e r m i n a l p a t i e n t s r e v e a l e d 
c o n s i d e r a b l e d i v e r s i t y i n the l e v e l of and degree to which 
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t h e y e x p r e s s e d knowledge o f i l l n e s s , b o t h w i t h i n and 
between gr o u p s ; t h e c h r o n i c c o n t r o l s show a g r e a t 
u n i f o r m i t y i n knowledge. A l l but one of c h r o n i c 
p a t i e n t s i n t e r v i e w e d knew e x a c t l y what was wrong w i t h 
them, c o u l d r e p o r t t h e n a t u r e o f t h e d i a g n o s i s and 
e x p r e s s e d u n d e r s t a n d i n g t h e i m p l i c a t i o n s t h e r e o f . The 
one e x c e p t i o n ( P t . 0 7 ) i s a s p e c i a l c a s e , r e s u l t i n g from 
t h e c r i t e r i a u s e d by h e r g.p. (Dr.W) when a l l o c a t i n g h e r 
t o t h e c h r o n i c c o n t r o l group. We w i l l t h u s c o n s i d e r t h i s 
c a s e s e p e r a t e l y a t t h e end of t h e f o l l o w i n g d i s c u s s i o n o f 
t h e r e s t o f t h e c h r o n i c s . The c h r o n i c c o n t r o l s f u r t h e r 
d i f f e r e d from t h e t e r m i n a l s i n t h e s o u r c e s from w h i c h t h e y 
l e a r n t about t h e i r i l l n e s s e s and t h e n a t u r e o f t h e 
c o m m u n i c a t i o n s by w h i c h t h e y g a i n e d t h a t i n f o r m a t i o n . 
W h i l e few o f t h e t e r m i n a l l y i l l group l e a r n t about i l l n e s s 
t h r o u g h e x p l i c i t d i s c u s s i o n s w i t h d o c t o r s , a l l c h r o n i c s 
g a i n e d t h e i r i n f o r m a t i o n i n t h i s way. The f o l l o w i n g i s 
t y p i c a l o f t h e c h r o n i c group. 
" I a s k e d t h e d o c t o r , ' w e l l i t ' s a r t h r i t i s i s n ' t i t ? ' 
and he t o l d me t h a t was r i g h t . . . So I s a y s , ' w e l l 
w i l l i t g e t worse t h e n , * and he s a y s . . . i t a l l 
depended, but I would get s t i f f e r and I ' d have t o t a k e 
t h e s e d r u g s t o keep i t from g e t t i n g bad q u i c k l y . " 
( P t . 0 3 ) 
( 6 . 9 2 ) 
Thus a l l f o u r g.p.s were a b l e t o be e x t r e m e l y a c c u r a t e i n 
t h e i r a s s e s s m e n t s o f t h e s e p a t i e n t s knowledge. Ev e n 
i f , a s was common, t h e g.p. h i m s e l f had not been t h e one 
who a c t u a l l y i n i t i a l l y gave t h e p a t i e n t t h e i n f o r m a t i o n 
about h i s o r h e r i l l n e s s , t h e y had a l w a y s d i s c u s s e d t h e 
i l l n e s s w i t h t h e p a t i e n t a t some t i m e i n s i m i l a r l y 
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e x p l i c i t t e r m s . 
"He's a p r o p e r workingman's d o c t o r and he t a l k s w i t h 
you not a t you, no bombasting. . . (One d a y ) he s a y s 
you've got a t e r r i b l e c h e s t George. W e l l I knew t h a t 
t o s t a r t w i t h . . . w e l l b r o n c h i t i s i_s c h e s t t r o u b l e 
i s n't i t . . and emphysema i t ' s h a r d e n i n g o f t h e 
a r t e r i e s ' 1 
( P t . 1 6 ) 
( 6 . 9 3 ) 
A n o t h e r f e a t u r e by which t h e c h r o n i c s d i f f e r e d from t h e 
t e r m i n a l s i s t h a t even i f a t e r m i n a l p a t i e n t had s u f f e r e d 
from p o o r l y d e f i n e d a c h e s and p a i n s f o r some ti m e b e f o r e 
p r e s e n t i n g t o t h e g.p., t h e r e was c l e a r l y a p o i n t d u r i n g 
t h e p r e v i o u s y e a r o r so a t w h i c h t h e y had become i l l . On 
t h e o t h e r hand many o f t h e c h r o n i c s had been r e g u l a r l y 
s e e i n g t h e i r d o c t o r s about t h e c o m p l a i n t f o r y e a r s . The 
most extreme example of t h i s i s P t . 0 2 who f i r s t 
e x p e r i e n c e d symptoms o f h i s b r o n c h i t i c c o n d i t i o n d u r i n g 
t h e 1930s. At t h a t time h i s , l o n g s i n c e r e t i r e d , g.p. 
s a i d : 
" I t ' s c h r o n i c b r o n c h i t i s . And I s a i d I ' v e got no 
b r o n c h i t i s , and he s a i d w e l l t h a t ' s what you've g o t . . . 
w e l l a t t h a t time t h e y d i d n ' t know a n y t h i n g about t h e 
c o a l d u s t , you know p n e u m o c o s i o s i s . . . " 
( P t . 0 2 ) 
T h i s e x t e n d e d p e r i o d of p o o r l y d i f f e r e n t i a t e d i l l h e a l t h 
has a number o f i m p l i c a t i o n s . F i r s t l y i t a p p e a r s t o 
i n f l u e n c e t h e way both p a t i e n t s and g.p.s a p p r o a c h 
c o n s u l t a t i o n s . Thus t h e b e h a v i o u r d u r i n g c o n s u l t a t i o n s , 
b o t h a s r e p o r t e d by t h e p a r t i c i p a n t s and a s w i t n e s s e d 
t h r o u g h t h e e x p l i c i t knowledge p o s s e s s e d by p a t i e n t s 
( i t s e l f o b t a i n e d v i a o v e r t d i s c u s s i o n ) i s changed by 
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t h e e x p e c t a t i o n s t h a t g.p.s and p a t i e n t s b r i n g w i t h them 
t o i n t e r a c t i o n s . C h r o n i c p a t i e n t s had l e a r n t o f and 
l e a r n t t o l i v e w i t h t h e i r i l l n e s s o v e r a p e r i o d o f .years. 
As P t . 0 2 goes on t o s a y ; 
"One of t h e young f e l l o w s t h e r e ( i n t h e v i l l a g e ) h a s 
got i t . And I f e l t s o r r y f o r him and I s a y s i t ' s h a r d 
b e i n g a young f e l l o w l i k e him w i t h t h a t , n e v e r 
t h i n k i n g t h a t I had t h e same and had l i v e d w i t h i t 40 
y e a r . . . (One day V s a i d ) t a k e i t e a s y . . . don't go 
r u n n i n g about. And I s a y s , l a u g h i n g l i k e , I c a n n o t 
w a l k l e t a l o n e r u n d o c t o r , o r I ' d be out t h e r e w i t h a 
dog e v e r y morning." 
( P t . 0 2 ) 
(6.95) 
A l t h o u g h a p a t i e n t , d e pending on t h e n a t u r e o f h i s o r h e r 
i l l n e s s , may have e i t h e r e x p e r i e n c e d a l o n g s l o w 
d e g e n e r a t i o n o r p e r i o d s of r e l a t i v e s t a b i l i t y m arred by 
c r i s e s , t h e dominant s u b j e c t i v e p a t t e r n was s i m i l a r . Both 
p r o c e s s e s r e s u l t e d i n r e s t r i c t i o n and r e d u c t i o n i n 
f u n c t i o n . The dominant f e a t u r e o f both p r o c e s s e s i s l o n g 
p e r i o d s o f a p p a r a n t s t a b i l i t y from t h e p a t i e n t ' s p o i n t o f 
vi e w . I n some c a s e s , s u c h a s P t . 0 2 ' s , t h i s i n c l u d e s 
p e r i o d s o f a p p a r a n t h e a l t h , d u r i n g w h i c h t h e u n d e r l y i n g 
p h y s i c a l d i s o r d e r i m p a i r s e v e r y d a y a c t i v i t i e s t o o n l y a 
l i m i t e d d e g r e e . Thus w h i l e c h r o n i c c o n t r o l s t a l k e d about 
d i a g n o s i s e l o q u e n t l y (and a s s e e n i n C h a p t e r 5 
f r e q u e n t l y ) , t h e y d i d not have s o much to s a y about 
p r o g n o s i s . S i n c e t h e c h r o n i c s ' e x p e r i e n c e o f i l l n e s s was 
not one i n w h i c h p e r c e p t a b l e c hanges predominated• t h i s 
l a c k o f t a l k about p r o g n o s i s r e f l e c t s t h e l o n g term n a t u r e 
o f b e i n g c h r o n i c a l l y i l l . Whereas i n t e r m i n a l c a s e s 
t h e r e i s a c l e a r c u t p r o g n o s i s , w h e t h e r o r not t h e p a t i e n t 
r e c o g n i s e s t h i s and/or t a l k s about i t , f o r t h e c h r o n i c s 
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t h e r e i s a v e r y r e a l s e n s e i n w h i c h t h e r e i s no p r o g n o s i s . 
T h i s i s p o s s i b l y b e s t e x p r e s s e d by Pt.22, who s a y s about 
t h e way s h e s e e s h e r i l l n e s s p r o g r e s s i n g ; 
"Oh more o f t h e same I suppose. S l o w l y g e t t i n g w o r s e 
• t i l I'm a bedbound o l d woman I suppose. N o t h i n g much 
d u s t y e a r s more o f t h e same." 
( P t . 2 2 ) 
(6.96) 
But o t h e r p a t i e n t s have s i m i l a r p o i n t s t o make. 
" I ' v e a l w a y s u n d e r s t o o d t h a t once you got t h i s . . . t h e n 
t h e r e ' s n o t h i n g t h e y c a n do f o r you. And t h a t k i n d o f 
t h i n g i s a l w a y s w i t h you u n t i l you bow o u t . " 
( P t . 0 2 ) 
(6.97) 
"I'm a c r e a k i n g g a t e r e a l l y I t h i n k . . . I'm s o r t o f 
h a n g i n g on l o n g e r t h a n some p e o p l e who a p p e a r t o be 
h e a l t h i e r . . . W e l l i t ' s d u s t o l d age, put i t down t o 
o l d a g e . " 
( P t . 2 1 ) 
(6.98) 
The l o n g t e r m n a t u r e o f c h r o n i c i l l n e s s a f f e c t s t h e way i n 
w h i c h g.p.s and p a t i e n t s c o n c e i v e d o f c o n s u l t a t i o n s . 
T h i s d i f f e r e d f u n d a m e n t a l l y from t h e way t h a t 
c o n s u l t a t i o n s w i t h t e r m i n a l l y i l l p a t i e n t s were 
c o n s i d e r e d . As Z s a y s c o n c e r n i n g h i s c o n s u l t a t i o n s w i t h 
Pt.21; 
" I go i n once a week o r so on a v e r a g e . . . and t h e r e ' s 
not a g r e a t d e a l o f a c t i v e t r e a t m e n t r e a l l y . I t ' s «1ust 
a s o r t o f f r a i l o l d p e r s o n l i v i n g on h e r own and you 
know s h e needs a b i t o f s u p p o r t . . . T h e r e ' s not r e a l l y 
a g r e a t d e a l I c a n do f o r h e r . We c a n t a l k t o e a c h 
o t h e r and we g e t on q u i t e w e l l , i t ' s a s o c i a l v i s i t 
r e a l l y and s h e s o r t o f a c c e p t s t h a t a l o t o f t h i n g s 
s h e h a s got t o l i v e w i t h and t h a t I c a n ' t c u r e h e r . " 
( D r . Z i i ) 
(6.99) 
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2 makes a v e r y s i m i l a r p o i n t about h i s v i s i t s t o Pt.22 
and more g e n e r a l l y o f a l l c h r o n i c v i s i t s . F u r t h e r m o r e 
V, W and X make s i m i l a r p o i n t s about t h e i r c h r o n i c 
c o n s u l t a t i o n s . F i r s t , V c o n c e r n i n g Pt.02 
"We g e t on a l r i g h t , n o t h i n g v e r y e x c i t i n g but i t s 
s o c i a l . . . l i k e many o t h e r p a t i e n t s and normal 
r o u t i n e . M 
( D r . V i i ) 
(6.100) 
X s a y s about P t . l 6 , i n r e s p o n s e to q u e s t i o n i n g about t h e 
n a t u r e o f t h e r e l a t i o n s h i p . 
"Oh v e r y good... a m a j o r i t y o f c o n s u l t a t i o n s a r e 
r e g a r d i n g not h i s i l l n e s s , but h i s p a s t - t i m e s . . . He 
i s one where I J u s t pop i n when I'm p a s s i n g , a r e g u l a r 
t e a s t o p . " 
( D r . X i i ) 
(6.101) 
And W s a y s c o n c e r n i n g Pt.10. 
" I t ' s a b i t o f a s o c i a l v i s i t and t h e a c t i v e m e d i c a l 
i n t e r v e n t i o n h as d i s a p p e a r e d a b i t " 
( D r . W i i ) 
(6.102) 
However, W does m a i n t a i n t h e p s y c h o t h e r a p e u t i c l a n g u a g e 
and r a t i o n a l e f o r h i s c h r o n i c p a t i e n t s t h a t we saw i n 
c o n j u n c t i o n w i t h h i s t e r m i n a l l y i l l p a t i e n t s . 
"The t r e a t m e n t p l a n n e r i s t o t r y and a n t i c i p a t e t h e 
n e x t d i s a b i l i t y . . . and do s o m e t h i n g about i t . . . 
S h e ' l l have t o d e m o n s t r a t e h e r i n d e p e n d e n c e b e c a u s e i f 
I f e e l t h e r e i s any l o s s o f i n d e p e n d e n c e s h e ' l l be 
c o n f r o n t e d w i t h i t . . . I i n s i s t t h e p a t i e n t 
a p p r e c i a t e s t h e t r u t h , and e n c o u r a g e them to s o l v e 
p r o b l e m s t h e m s e l v e s , t o become i n d e p e n d e n t a l l t h e way 
t h r o u g h , d e s p i t e t h e i r i n c r e a s i n g l y c r i p p l i n g 
d i s o r d e r . " 
( D r . W i i ) 
(6.103) 
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The p a t i e n t s a l s o s e e t h e v i s i t s i n s o c i a l t e r m s , r a t h e r 
t h a n p r e d o m i n a n t l y m e d i c a l ones, w h e t h e r t h e g.p. i s 
a c t i n g upon them a s a p s y c h o t h e r a p e u t i c agent o r n o t . Of 
Dr.X i s s a i d ; 
"He *s a n i c e p e r s o n , a v e r y n i c e p e r s o n i n d e e d . . . Of 
c o u r s e we have s i m i l a r i t i e s you know. He l i k e s m u s i c 
and I l i k e m u s i c , b r a s s bands and a l l . " 
( P t . 1 6 ) 
(6.10U) 
W h i l e P t . 1 0 s a y s o f Dr.W; 
" W e l l h e ' s q u i t e p l e a s a n t when he comes i n but t h a t ' s 
a l l i t i s . . . he d o e s n ' t do a n y t h i n g . 
( P t . 1 0 ) 
( 6 . 1 0 5 ) 
T h a t t h e g.p.s r e c o g n i s e d t h a t t h e y c o u l d not c u r e 
c h r o n i c s s h o u l d p e r h a p s r e s u l t i n them a p p r o a c h i n g c h r o n i c 
p a t i e n t s and t e r m i n a l p a t i e n t s , whom t h e y a l s o c o u l d n o t 
c u r e , i n a s i m i l a r " s o c i a l " way. Y e t o f t h e i r 
c o n s u l t a t i o n s w i t h t e r m i n a l p a t i e n t s o n l y one c a s e i s 
t a l k e d about i n t h e s e terms, Dr.X's v i s i t s t o P t . 1 5 . F o r 
both t e r m i n a l and c h r o n i c p a t i e n t s t h e m e d i c a l 
i n t e r v e n t i o n w h i c h g.p.s o f f e r , r e v o l v e s a r o u n d 
c o n t r o l l i n g symptoms and m a i n t a i n i n g f u n c t i o n , i n a word 
p a l l i a t i o n . Y e t t h e c o n s u l t a t i o n s a p p a r a n t l y d i f f e r 
g r e a t l y , a t l e a s t i n t e r m s o f t h e s u b j e c t i v e e x p e r i e n c e 
r e p o r t e d by p a t i e n t s and g.p.s. 
F i n a l l y t o t u r n t o t h e a b e r a n t c h r o n i c c o n t r o l p a t i e n t 
( P t . 0 7 ) . She i s s u f f e r i n g from c h r o n i c l y m p h a t i c 
l e u k e m i a , w h i c h was i d e n t i f i e d by a s c r e e n i n g program. 
Dr.W e x p l a i n s t h a t ; 
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" s h e i s f o r t u n a t e t o be a l i v e . She i s i n a s y m b i o s i s 
w i t h d e a t h r e a l l y . . . I wouldn't c a l l h e r t e r m i n a l . , 
d e s p i t e t h e f a c t t h a t s h e has been t e r m i n a l f o r t h e 
l a s t 5 y e a r s . I t ' s t e r m i n a l though f r u s t r a t e d by t h e 
f a c t t h a t even h e r c a n c e r c e l l s a r e not s t r o n g enough 
t o k i l l h e r o f f . " 
( D r . W i i ) 
(6.106) 
Thus a l t h o u g h t h e p a t i e n t i s s u f f e r i n g from an i l l n e s s 
w h i c h might n o r m a l l y r e s u l t i n h e r b e i n g c a t e g o r i s e d a s 
t e r m i n a l , l e u k e m i a i s not what he e x p e c t s w i l l e v e n t u a l y 
r e s u l t i n h e r d e a t h . 
"Oh, I e x p e c t t h a t I ' l l end up w r i t i n g s o m e t h i n g 
c a r d i a l on t h e c e r t i f i c a t e . You know, a g e n e r a l 
s y s t e m s f a i l u r e from o l d age, r a t h e r t han l e u k e m i a . " 
( D r . W i i ) 
(6.107) 
B e c a u s e o f t h i s W has n e v e r c o m p l e t e l y e x p l a i n e d t h e 
n a t u r e o f t h e i l l n e s s t o Pt.07. We l e a v e i t t o W t o 
e x p l a i n h i s r e a s o n i n g . 
"She knows t h a t s h e has had c h r o n i c anemia. She knows 
t h a t s h e has got a blood d i s e a s e , but I h a v e n ' t u s e d 
t h e word l e u k e m i a b e c a u s e she knows i t i s a f a t a l 
i l l n e s s . . . But i t i s so i m p o r t a n t f o r h e r t o be t h e 
s t r o n g one, t h a t i t seemed t o me t h e word, t h e l a b e l , 
l e u k e m i a was too s t r o n g f o r what s h e h a s . Blood 
d i s e a s e i s a b e t t e r l a b e l and t h a t i s one of t h e few 
c a s e s i n w h i c h I p r e f e r t o be E l i c i t r a t h e r i h a n 
e x p l i c i t . . . To g i v e h e r t h e word l e u k e m i a c o u l d have 
been too much f o r h e r t o cope w i t h . . . t h e i l l n e s s i s 
s e c o n d a r y t o h e r o t h e r r o l e s . The s i c k r o l e was l e s s 
i m p o r t a n t t h a n t h e o t h e r r o l e o f b e i n g t h e e l d e r 
s i s t e r (who cafes f o r t h e o t h e r s i s t e r a t home) and t o 
m a i n t a i n t h e r o l e s o f b e i n g a l e u k e m i a p a t i e n t and a 
s t r o n g s i s t e r would have produced an i n t o l e r a b l e 
s i t u a t i o n I t h i n k . " 
( D r . W i i ) 
(6.108) 
The p a t i e n t h e r s e l f n e v e r u s e d t h C word " l e u k e m i a " d u r i n g 
t h e i n t e r v i e w , a l t h o u g h she was a b l e t o e x p l a i n about h e r 
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i l l n e s s . 
" W e l l he (W) seems t o know what t h e m a t t e r w i t h me i s , 
a f t e r a l l t h a t i s what m a t t e r s i s n ' t i t ? . . . I f e e l 
c o n f i d e n t i n him i n t h a t I suppose. He does know what 
i s t h e m a t t e r w i t h me and he i s i n c o n t a c t w i t h t h e 
b l o o d s p e c i a l i s t . . . I know t h a t i t was 1977 when he 
t o l d me t h e r e s u l t s o f t h e t e s t s . He s a i d I w a s n ' t 
making r e d c o r p u s l e s and t h e w h i t e c o r p u s l e s were 
becoming too promlnant. They u n d e r s t a n d t h e s e t h i n g s 
I d o n ' t . " 
( P t . 0 7 ) 
(6.109) 
Pt.07 t h e n h a s been a l l o c a t e d t o t h e c h r o n i c c o n t r o l group 
on t h e v a l i d grounds t h a t s h e i s c h r o n i c a l l y i l l and t h e 
d o c t o r does not c o n s i d e r t h a t t h e l e u k e m i a w i l l r e s u l t i n 
h e r d e a t h . And y e t s i n c e i t i s an i l l n e s s n o r m a l l y 
a s s o c i a t e d w i t h d e a t h he has not t o l d h e r t h e e x a c t 
d i a g n o s i s and s h e n e v e r i n d i c a t e d t h a t s h e knew i t . T h i s 
r e s u l t s i n a s i t u a t i o n i n w h i c h W who r e p o r t s t e l l i n g a l l 
t e r m i n a l p a t i e n t s about t h e i r i l l n e s s e s , has not t o l d a 
p a t i e n t s u f f e r i n g from an i l l n e s s w h i c h o f t e n k i l l s . 
F u r t h e r t h i s i s not b e c a u s e s h e i s c u r a b l e but b e c a u s e s h e 
i s i n h i s v i e w more l i k e l y t o d i e o f " o l d age". T h i s 
c a s e i s a good example o f p o t e n t i a l d i f f e r e n c e s between 
g.p.s s t a t e d p o l i c i e s and how t h i n g s can work out i n 
p r a c t i c e . 
Summary 
O n l y Dr.W s t a t e s t h a t he r e g u l a r l y t e l l s p a t i e n t s when 
t h e y a r e s u f f e r i n g from a t e r m i n a l i l l n e s s . Dr.V and 
Dr.Z s a y t h a t t h e y n e v e r t e l l , a l t h o u g h p e r h a p s a l l o w i n g 
f o r t h e p o s s i b i l i t y t h a t t h e r e may be c i r c u m s t a n c e s i n 
w h i c h t h e y would do s o . Dr.X p r e f e r s not t o t e l l 
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p a t i e n t s , but forms an a c t i v e , p e r s o n a l and f r i e n d l y 
r e l a t i o n s h i p w i t h t h e d y i n g p a t i e n t , w i t h w h i c h t h e solemn 
acknowledgement o f i mpending d e a t h i s n o r m a l l y 
i n c o m p a t i b l e . P a t i e n t s e x p r e s s e d d e g r e e s of a w a r e n e s s 
about t h e i r i l l n e s s e s c o n s i s t e n t w i t h t h e i r c l a s s i f i c a t i o n 
i n g r oups. Thus, t h e " t e r m i n a l knowing" group e x p r e s s e d 
more e x p l i c i t acknowledgement o f h a v i n g c a n c e r and d y i n g , 
t h a n d i d t h e " t e r m i n a l i g n o r a n t " group. But t h i s does not 
mean t h a t p a t i e n t s i n t h e l a t t e r group a r e t o t a l l y 
i g n o r a n t o f t h e i r i l l n e s s , m e r e l y t h a t t h e i r a w a r e n e s s i s 
couched i n terms o f s u s p i c i o n s , d e n i a l s , and t h e l i k e . 
A l l " c h r o n i c c o n t r o l s " e x p r e s s e d knowledge of i l l n e s s 
e x p l i c i t l y . F i n a l l y , t h e r e a r e i n d i c a t i o n s o f 
d i f f i c u l t i e s i n t h e r e l a t i o n s h i p s between g.p.s and 
p a t i e n t s , where t h e p a t i e n t "knows" (be t h i s e x p l i c i t l y o r 
a s t r o n g s u s p i c i o n ) , but t h e g.p. r e f u s e s t o t a l k about 
i t . But t h e s e problems a r e not a s i m p l e f u n c t i o n o f l e v e l 
o f knowledge and/or e x p l i c i t n e s s o f communication, s i n c e 
some p a t i e n t s a r e s a t i s f i e d w i t h t h e a l l u s i o n s and s o c i a l 
c h a t t h a t f i l l s t h e i r c o n s u l t a t i o n s . A f u l l e r d i s c u s s i o n 
o f t h e s e p o i n t s i s t o be found i n C h a p t e r 8, i n w h i c h we 
a l s o c o n s i d e r t h e t y p o l o g y of communication, to w h i c h we 
now t u r n . 
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CHAPTER 7 
A t y p o l o g y o f methods u s e d by g e n e r a l p r a c t i t i o n e r s 
and t e r m i n a l p a t i e n t s t o c o n t r o l t h e communication o f 
i n f o r m a t i o n about i l l n e s s . 
"She spoke w i t h c a l m n e s s : he knew t h a t c a l m n e s s - i t 
meant t h e y had r e a c h e d t h e q u i e t c e n t r e o f t h e s t o r m : 
a l w a y s i n t h i s r e g i o n a t about t h i s t i m e t h e y began t o 
spe a k t h e t r u t h t o e a c h o t h e r . The t r u t h he th o u g h t 
has n e v e r been o f any r e a l v a l u e t o any human b e i n g 
- i t i s a symbol f o r mathematicians and p h i l o s o p h e r s t o 
p u r s u e . I n human r e l a t i o n s k i n d n e s s and l i e s a r e w o r t h 
a t h o u s a n d t r u t h s . He i n v o l v e d h i m s e l f i n what he 
a l w a y s knew was a v a i n s t r u g g l e t o r e t a i n t h e l i e s . " 
Graham Gree n e The h e a r t o f t h e m a t t e r . 
From t h e i n t e r v i e w s i t was p o s s i b l e t o d e v e l o p a t y p o l o g y 
o f ways by w h i c h g.p.s a t t e m p t t o c o n t r o l t h e e x c h a n g e o f 
i n f o r m a t i o n w i t h t e r m i n a l l y i l l p a t i e n t s . I t i s a l s o 
c l e a r from t h e a n a l y s i s o f t h e i n t e r v i e w s p r e s e n t e d i n 
C h a p t e r 6, t h a t p a t i e n t s a r e not p u r e l y p a s s i v e o b j e c t s 
o v e r whom a g.p. e x e r t s c o m p l e t e c o n t r o l . P a t i e n t s 
r e g u l a r l y a t t e m p t t o o b t a i n i n f o r m a t i o n a b o u t t h e i r 
i l l n e s s e s , and u s e a v a r i e t y o f methods i n o r d e r t o do 
s o . Moreover p a t i e n t s e x p e r i e n c e symptoms and may p i c k 
up i n f o r m a t i o n from a number o f e n v i r o n m e n t a l s o u r c e s . 
The t y p o l o g y i s t h u s e x t e n d e d t o c o n s i d e r t h e ways i n 
w h i c h p a t i e n t s o b t a i n , o r a t t e m p t t o o b t a i n , i n f o r m a t i o n 
about t h e i r i l l n e s s e s . The t y p o l o g y i s n o t e x h a u s t i v e 
and r e p r e s e n t s t h e methods i d e n t i f i e d from a n a l y s i s o f t h e 
i n t e r v i e w s w i t h t h e f o u r g.p.s and t h e i r p a t i e n t s o n l y . 
I t i s b a s e d on c a r e f u l r e a d i n g s o f what p a t i e n t s and g.p.s 
s a i d about t h e i r c o mmunications w i t h one a n o t h e r d u r i n g 
i n t e r v i e w . Thus, a l t h o u g h we w r i t e i n t h i s c h a p t e r o f 
t h e ways i n w h i c h g.p.s and p a t i e n t s behave d u r i n g 
c o n s u l t a t i o n s , s u c h b e h a v i o u r has not been d i r e c t l y 
o b s e r v e d . The t y p o l o g y i s p r e s e n t e d under U h e a d i n g s . 
The f i r s t two s e c t i o n s c o n s i d e r t h e ways i n w h i c h g.p.s 
a t t e m p t t o c o n t r o l i n f o r m a t i o n , w i t h h o l d i n g o r c o n v e y i n g 
i t . The t h i r d and f o u r t h s e c t i o n s c o n s i d e r t h e ways i n 
w h i c h p a t i e n t s o b t a i n i n f o r m a t i o n , by a c t i v e l y s e e k i n g i t 
o r l e s s a c t i v e l y a c q u i r i n g i t . 
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G.p.s' Methods of W i t h h o l d i n g I n f o r m a t i o n 
A t e r m i n a l l y i l l p a t i e n t i s not a l w a y s i n f o r m e d about t h e 
i l l n e s s from w h i c h he o r s h e i s s u f f e r i n g . A l t h o u g h i t i s 
not n e c e s s a r i l y t h e c a s e , t h i s may r e q u i r e t h a t t h e g.p. 
a c t i v e l y w i t h h o l d s i n f o r m a t i o n about t h e i l l n e s s d i a g n o s i s 
and/or p r o g n o s i s from t h e p a t i e n t . Below we c o n s i d e r a 
number o f ways i n w h i c h g.p.s a t t e m p t to a t t a i n t h i s end. 
We s t a r t by c o n s i d e r i n g methods by w h i c h g.p.s a c t i v e l y 
a t t e m p t t o w i t h h o l d i n f o r m a t i o n . We t h e n p r o g r e s s t o 
methods w h i c h r e q u i r e l e s s v i s i b l e e f f o r t on t h e d o c t o r ' s 
p a r t , and t o t h o s e w h i c h w i t h h o l d i n f o r m a t i o n t h r o u g h 
c o n t r o l o f t h e agenda of t h e i n t e r a c t i o n by t h e g.p.. 
D e n i a l D e n i a l a p p e a r s a l w a y s t o o c c u r as a r e s u l t o f a 
p a t i e n t ' s q u e s t i o n o r t h e v o i c i n g of some s u s p i c i o n by t h e 
p a t i e n t . The p u r p o s e of d e n i a l would seem t o be t o a v o i d 
c a u s i n g t h e p a t i e n t p a i n . S i n c e d e n i a l i s o n l y n e c e s s a r y 
when t h e p a t i e n t has r e v e a l e d some s u s p i c i o n o r a s k e d a 
q u e s t i o n i t r e q u i r e s more, i n t h e g.p.*s view, t h a n mere 
n e g a t i o n . Thus t h e g.p. w i l l o f t e n o f f e r some 
r e a s s u r a n c e , t h e r e b y a f f o r d i n g some de g r e e o f r e v e r s a l o f 
t h e p a t i e n t ' s w o r r i e s . D e n i a l can be s e e n i n two forms. 
( a ) The o u t r i g h t l i e . I n q u o t a t i o n 6.7 Dr.X t a l k s about 
l y i n g t o p a t i e n t s . He a l s o e x p l a i n s h i s r e s p o n s e t o 
P t . l 7 * s e n q u i r i e s about h e r i l l n e s s . T h i s i s t h e most 
e x p l i c i t d i s c u s s i o n of l y i n g i n o u r i n t e r v i e w s . However, 
i t i s by no means u n i q u e . Asked by P t .17 i f s h e was 
s u f f e r i n g from c a n c e r , X r e p o r t e d : 
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" I t h i n k t h a t i n i t i a l l y I p r o b a b l y s a i d 'no'." 
( D r . X i i ) 
( 7 . 1 ) 
T h i s s o r t o f d e n i a l most commonly o c c u r s when t h e p a t i e n t 
a s k s t h e q u e s t i o n i n t h e n e g a t i v e , a s Pt.17 r e p o r t e d l y 
d i d . The g.p. i n t e r p r e t s t h i s n e g a t i v e a s a p l e a f o r 
r e a s s u r a n c e and a n s w e r s u n t r u t h f u l l y . 
( b ) The " w h i t e " l i e . The o t h e r s o r t of l i e t o l d i s what 
g.p.s l i k e t o c a l l a " w h i t e " l i e . T h a t i s t o s a y n o t 
t e l l i n g an u n t r u t h but not t e l l i n g t h e t r u t h e i t h e r . 
The " w h i t e " l i e may c o n s i s t o f an o m i s s i o n , o r more 
b l a t a n t l y o f what i n propaganda terms i s c a l l e d 
d i s i n f o r m a t i o n . Here i n f o r m a t i o n i s g i v e n which i n i t s e l f 
i s t r u t h f u l , but i t i s not, i n s p i t e of a p p e a r a n c e s , t h e 
r e q u i r e d i n f o r m a t i o n . Thus, i f s u c c e s s f u l , i t g i v e s a 
f a l s e i m p r e s s i o n t o t h e r e c i p i e n t . X, f o r example, 
c o n t i n u e d t h e d i s c u s s i o n of t h e exchange between 
h i m s e l f and P t . 1 7 ( 6 . 7 6 ) t o s a y : 
"...Or ( I ) t o l d a l i t t l e w h i t e l i e and went round t h e 
q u e s t i o n . . . I don't know i f I u s e d t h e word tumour. I 
t h i n k I p r o b a b l y used t h e word and t r i e d t o d e f i n e 
t h a t from c a n c e r , t r i e d t o i n f e r t o h e r t h a t w e l l t h a t 
t h i s d o e s n ' t mean t h a t h e r t h r o a t has been c u t and 
s h e ' s g o i n g t o b l e e d t o d e a t h any m i n u t e . " 
( D r . X i i ) 
( 7 . 2 ) 
As we saw e a r l i e r , t h e p a t i e n t ' s v e r s i o n o f t h i s e p i s o d e 
c o n c u r s w i t h X's, and to some d e g r e e X a p p e a r s t o have 
s u c c e e d e d i n h i s d e c e p t i o n . What X s a i d was p e r f e c t l y 
t r u t h f u l i n i t s e l f . " C a n c e r " i s n o t a m e d i c a l word, but 
a g e n e r a l d e s c r i p t i o n o f a group of d i s e a s e s . X t h u s 
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a t t e m p t e d t o d i f f e r e n t i a t e " c a n c e r " from t h e more c o r r e c t 
d e s c r i p t i o n o f a tumour, t h a t may o r may n o t be m a l i g n a n t . 
Y e t from t h e p e r s p e c t i v e o f t h e p a t i e n t , " c a n c e r " i s 
e x a c t l y what s h e d i d have, and t h e g.p. has c l o u d e d t h e 
i s s u e . However, he d i d not m e r e l y o b s c u r e t h e i s s u e , 
b e c a u s e he l a t e r o f f e r e d r e a s s u r a n c e . 
R e a s s u r a n c e R e a s s u r a n c e o f t e n a p p e a r s t o be a s s o c i a t e d 
w i t h d e n i a l . But i t i s a d i s t i n c t c a t e g o r y and has a 
d i f f e r e n t f u n c t i o n t o d e n i a l on i t s own. When u s e d 
s u c c e s s f u l l y w i t h d e n i a l , and o t h e r i n f o r m a t i o n 
w i t h h o l d i n g t e c h n i q u e s , r e a s s u r a n c e t a k e s a form s i m i l a r 
t o t h e f o l l o w i n g example. 
" W e l l I b a s i c a l l y would s a y 'no* and t r y t o make i t 
c l e a r t h a t i t w i l l be a l r i g h t . . . I s o r t o f s a i d i t 
was a common problem and i t would be a l r i g h t . . . we'd 
g e t him t o s e e a s p e c i a l i s t who t r e a t e d t h i s s o r t o f 
t h i n g a l l t h e t i m e . " 
( D r . Z i ) 
( 7 . 3 ) 
Of c o u r s e r e a s s u r a n c e can a l s o be us e d i n c o n j u n c t i o n w i t h 
i n f o r m a t i o n c o n v e y i n g . But w h i l e r e a s s u r a n c e i s o f t e n 
a s s o c i a t e d w i t h d e n i a l , i t a p p e a r s t o seldom complement 
e v a s i o n . 
E v a s i o n E v a s i o n can be s e e n i n t h e example quoted 
above when X s a y s he "went round t h e q u e s t i o n " . T h i s 
p a r t i c u l a r e v a s i o n r e q u i r e d h i s d e c e p t i o n about tumours 
and c a n c e r s , and i t i s not c o m p l e t e l y c l e a r how e f f e c t i v e 
i t was i n t e r m s o f k e e p i n g t h e t r u t h from t h e p a t i e n t . 
T h e r e may be more s u b t l e v e r s i o n s o f e v a s i o n . One s o r t o f 
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e v a s i o n may be t o i g n o r e a p a t i e n t ' s q u e s t i o n c o m p l e t e l y . 
B y rne and Long ( 1 9 7 6 ) r e p o r t t h i s s o r t o f e v a s i o n i n t h e i r 
d i r e c t o b s e r v a t i o n s o f c o n s u l t a t i o n s . But t h e v e r s i o n s 
o f e v a s i o n r e p o r t e d by Byrne and Long a r e l i k e l y t o be 
somewhat t r a n s p a r a n t i n c o n s u l t a t i o n s w i t h t h e t e r m i n a l l y 
i l l . Thus t h e most s u c c e s s f u l e v a s i o n s r e q u i r e not o n l y 
t h a t d i s c u s s i o n o f t h e to be evaded s u b j e c t i s a v o i d e d , 
o r b e t t e r s t i l l p r e c l u d e d , but a l s o t h a t t h e e v a s i o n i s 
i t s e l f r e l a t i v e l y " i n v i s i b l e " t o t h e p a t i e n t . I t i s t h i s 
f e a t u r e o f t h e s u c c e s s f u l e v a s i o n t h a t r e s u l t s i n e v a s i o n 
and r e a s s u r a n c e not a p p e a r i n g t o g e t h e r , s i n c e t o o f f e r t h e 
p a t i e n t r e a s s u r a n c e would be t o e n t e r t h e a r e n a o f t h e 
t o p i c t o be a v o i d e d . Thus, t o o f f e r r e a s s u r a n c e would be 
to s i g n a l t h a t t h e t o p i c had e n t e r e d t h e agenda o f 
p o t e n t i a l l y a c c e p t a b l e i t e m s f o r d i s c u s s i o n . F u r t h e r m o r e 
to o f f e r n o t h i n g but r e a s s u r a n c e a l o n e would be " t o 
p r o t e s t too much". 
G i v e n t h a t t h e onus i s on t h e p a t i e n t t o a s k t h e q u e s t i o n 
i n t h e f i r s t p l a c e , and t h a t t h i s c a n be d i f f i c u l t a t t h e 
b e s t o f t i m e s , i t may be t h a t i n o r d e r t o a v o i d q u e s t i o n s 
about t e r m i n a l i l l n e s s , a l l a g.p. has t o do i s f a i l t o 
manoeuvre a p a t i e n t i n t o a s k i n g , o r f a i l t o g i v e a p a t i e n t 
an o p e n i n g t o a s k a q u e s t i o n he o r s h e i s t r y i n g t o summon 
up t h e c o u r a g e t o a s k . I n c a s e s o f t h i s s o r t one would 
e x p e c t t h e g.p. t o f i l l t h e c o n s u l t a t i o n w i t h o t h e r t a l k 
and b e h a v i o u r . The i n t e r a c t i o n s t h a t r e p o r t e d l y o c c u r 
between Z and Pt.27 conform t o s u c h an a n a l y s i s . 
Moreover, i n t h i s c a s e b o t h g.p. and p a t i e n t know about 
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t h e n a t u r e o f t h e i l l n e s s and a r e aware t h a t t h e o t h e r 
knows. As we n o t e d p r e v i o u s l y , Z s a y s o f Pt.27 
" W e l l s h e d e f i n i t e l y knows s h e has got c a n c e r . . . but 
no I t h i n k we've d u s t both assumed t h a t we both know 
what s h e ' s g o t . " 
( D r . Z i i ) 
(7.4) 
The p a t i e n t e x p l a i n e d t h a t s h e c o n s i d e r e d t h i s t o be 
b e c a u s e , 
"He may not want t o d i s c u s s i t i n c a s e i t i s p a i n f u l 
t o me, I don't know r e a l l y . But, e r , we've n e v e r 
m entioned i t , c a n c e r , a t a l l . We d u s t d w e l l on my 
a c h e s and p a i n s and t h a t , you know." 
( P t . 2 7 ) 
( 7 . 5 ) 
To t h i s p a t i e n t Z ^ f i l l s c o n s u l t a t i o n s w i t h t a l k , w h i c h 
does not r e v e a l t h e n a t u r e o f t h e i l l n e s s , an example o f 
a g.p. c o n t r o l l i n g t h e agenda o f a c c e p t a b l e i t e m s f o r a 
c o n s u l t a t i o n . I t i s a l s o p o s s i b l e t h a t Z goes f u r t h e r i n 
h i s e v a s i o n w i t h t h i s p a t i e n t , i n t h a t i t seems t h a t he 
a v o i d s g o i n g t o s e e h e r a s f a r a s p o s s i b l e . But t h i s may 
be b e c a u s e he does not get on w i t h h e r v e r y w e l l . 
" s h e t e n d s t o rub me up t h e wrong way I t h i n k a s a 
p e r s o n . . . I t r y and r e m a i n o b j e c t i v e b e c a u s e s h e i s 
an i l l woman... but s h e ' s not one o f my f a v o u r i t e 
p a t i e n t s , s h a l l I put i t l i k e t h a t . " 
( D r . Z i i ) 
( 7 . 6 ) 
I t i s c l e a r t h a t g.p.s do u s e e v a s i o n d u r i n g t h e i r 
c o n s u l t a t i o n s . T h i s i s p r o b a b l y u s u a l l y ( and most 
e f f e c t i v e l y ) a c h i e v e d by t h e i r c o n t r o l o f t h e agenda o f 
t h e c o n s u l t a t i o n , t o s t o p q u e s t i o n s o f t h e s o r t t h e y do 
not w i s h t o ans w e r g e t t i n g a s k e d . 
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G.p.s' Methods o f Co n v e y i n g I n f o r m a t i o n 
Euphemism An euphemism i s d e f i n e d i n t h e O.E.D. a s " a 
f i g u r e by w h i c h a l e s s d i s t a s t e f u l word o r e x p r e s s i o n i s 
s u b s t i t u t e d f o r one more e x a c t l y d e s c r i p t i v e o f what i s 
i n t e n d e d " . Death i s a s u b j e c t about w h i c h p e o p l e o f t e n 
s p e a k i n e u p h e m i s t i c terms: a c l e a r example b e i n g when 
" d y i n g " i s r e f e r r e d t o a s " p a s s i n g on". However, not a l l 
euphemisms a r e a s commonly u n d e r s t o o d a s t h i s example. 
Thus euphemisms do not a l w a y s convey t h e same amount of 
i n f o r m a t i o n a s t h e p h r a s e t h a t i s r e p l a c e d . Euphemism i s 
w i d e l y u s e d by t h e g.p.s when s p e a k i n g about both 
d i a g n o s i s and p r o g n o s i s . F o r example X s a y s ; 
" B a s i c a l l y he i s w a l k i n g a t i g h t r o p e and t h a t S a i n t 
P e t e r might s e n d f o r him... i t ' s a p h r a s e t h a t ' s , s o r t 
o f , I t e n d t o u s e to s o f t e n t h i n g s you know." 
( D r . X i i ) 
(7.7) 
When e u p h e m i s t i c terms r e f e r r i n g t o d i a g n o s i s a r e used, 
t h e r e d u c t i o n o f p r e c i s i o n t h a t t h e e u p h e m i s t i c p h r a s e 
e n t a i l s c a n be used w i t h t h e i n t e n t o f making t h e 
d i a g n o s i s opaque, p e r h a p s t h e r e b y w i t h h o l d i n g 
i n f o r m a t i o n . Dr W s a y s o f P t . 0 7 . 
"She knows t h a t s h e has had c h r o n i c anaemia. She knows 
t h a t s h e h a s got a blood d i s e a s e , but I h a v e n ' t u s e d 
t h e word ' l e u k e m i a ' b e c a u s e s h e knows i t i s a f a t a l 
i l l n e s s . . . i t seemed t o me t h e word, t h e l a b e l 
' l e u k e m i a ' was too s t r o n g . . . B l o o d d i s e a s e i s a b e t t e r 
l a b e l and t h a t i s one o f t h e few c a s e s i n w h i c h I 
p r e f e r t o r e m a i n i m p l i c i t r a t h e r t h a n e x p l i c i t . . . . To 
g i v e h e r t h e word ' l e u k e m i a ' c o u l d have, i t c o u l d have 
been t o o much f o r h e r t o cope w i t h . " 
( D r . W i i ) 
(7.8) 
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E u p h e m i s t i c p h r a s e s a r e so i m p l i c i t t o t h e g . p . s ' 
r e p e r t o i r e s t h a t t h e y were e v e n used when d e s c r i b i n g 
d i s e a s e s t o t h e i n t e r v i e w e r . I n t h e s e c a s e s i t i s c l e a r 
t h a t t h e g.p. i s not a t t e m p t i n g t o s h i e l d t h e i n t e r v i e w e r 
from bad news, but t h a t t h e euphemism i s used a s a synonym 
f o r t h e more p r e c i s e w o r d ( s ) t h a t i t r e p l a c e s . I t i s 
t h u s l i k e l y t h a t euphemism may be used when 
co m m u n i c a t i n g w i t h p a t i e n t s i n t h e same way. T h a t i s t h e 
g.p. may use an e u p h e m i s t i c p h r a s e w h i l e t a l k i n g t o a 
p a t i e n t w i t h t h e i n t e n t i o n o f c o m m u n i c a t i n g i n f o r m a t i o n t o 
t h e p a t i e n t . But u n l e s s t h e p a t i e n t u n d e r s t a n d s t h e 
euphemism a s s t a n d i n g i n p l a c e o f a n o t h e r r e f e r e n t t h e 
c ommunication w i l l f a i l . 
H i n t s H i n t s a p p e a r on o c c a s i o n t o be used t o c o n v e y 
i n f o r m a t i o n , but i n s u c h a way a s t o put t h e onus on t h e 
p a t i e n t t o make an i n t e r p r e t a t i o n of t h e h i n t . E a r l i e r , 
X s a i d t h a t he had " g i v e n t h e nod" t o Pt.12, t h a t he had 
c a n c e r ( 6 . A S ) . I t seems t h a t he c o n s c i o u s l y h i n t e d t o t h e 
p a t i e n t f o r t h e p a t i e n t s a i d ; 
"I'm o n l y u p s e t about one t h i n g . . . He's t o l d us I 
won't l i v e u n t i l I'm a h u n d r e d . " 
( P t . 12) 
( 7 . 9 ) 
The g.p., i t seems, h i n t e d t o t h e p a t i e n t about d e a t h by 
m e n t i o n i n g t h e p a t i e n t ' s m o r t a l i t y , a l b e i t i n a j o c u l a r 
manner w e l l i n t h e f u t u r e . I t i s d i f f i c u l t t o a s s e s s what 
t h e p a t i e n t makes of t h i s comment. However, t h a t t h e 
p a t i e n t s a i d t h a t i t was t h e o n l y t h i n g t h a t u p s e t him 
s u g g e s t s t h a t t h e h i n t had h i t home. Thus by h i n t i n g X 
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i s a b l e t o convey i n f o r m a t i o n t o a p a t i e n t , but 
i n d i r e c t l y . I t i s done i n s u c h a way a s t o p e r m i t t h e 
p a t i e n t t o i n t e r p r e t i n f o r m a t i o n t h a t he a l r e a d y h a s i n 
h i s p o s s e s s i o n , by a s i t were p o i n t i n g t o t h e p o s s i b l e 
meaning o f t h e symptoms t h a t t h e p a t i e n t i s h i m s e l f 
e x p e r i e n c i n g . 
P r o m p t i n g Prompting may p e r h a p s r e p r e s e n t a n o t h e r 
form o f h i n t i n g , but i t i s c o r r e c t t o d i f f e r e n t i a t e i t 
from h i n t i n g , s i n c e i t d i f f e r s l o g i c a l l y . The p r o m p t i n g 
o f a q u e s t i o n by t h e g.p. i s r e v e a l e d by Dr.W (6.12 and 
6.13). P a t i e n t s , however, n e v e r r e p o r t t h a t a g.p. has 
prompted them t o ask a q u e s t i o n . But u n l e s s a g.p. 
prompts a p a t i e n t v e r y o v e r t l y and i n t h e f a c e o f 
r e s i s t a n c e from t h e p a t i e n t t o a s k t h e r e q u i r e d q u e s t i o n , 
i t seems l i k e l y t h a t s u c h b e h a v i o u r would be h a r d l y 
n o t i c e d by t h e p a t i e n t . 
P a t i e n t Methods of S e e k i n g I n f o r m a t i o n 
P a t i e n t s a r e not t h e goffmanesque p u p p e t s d u r i n g g e n e r a l 
p r a c t i c e c o n s u l t a t i o n s t h a t t h e y may be on h o s p i t a l wards. 
They a r e not s i m p l y p a s s i v e r e c i p i e n t s o f g.p.s* 
c o m m u n i c a t i v e l a r g e s s e , but w i l l o f t e n s e t about f i n d i n g 
out about t h e i r i l l n e s s e s and i t i s t o t h e t e c h n i q u e s t h a t 
t h e y employ t h a t we now t u r n . 
A s k i n g t h e g.p. P e r h a p s t h e 
p a t i e n t c a n a t t e m p t t o o b t a i n 
h e r i l l n e s s , i s t o d i r e c t l y 
most o b v i o u s way by w h i c h a 
i n f o r m a t i o n about h i s o r 
a s k t h e g.p.. I n o u r s a m p l e 
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o f t e r m i n a l p a t i e n t s o n l y one p a t i e n t ( P t . 0 9 ) had a c t u a l l y 
e v e r done so and r e c e i v e d a s t r a i g h t f o r w a r d answer t o 
s u c h an e n q u i r y ( 6 . 1 4 ) . O t h e r t e r m i n a l p a t i e n t s ( e . g . 
P t . 1 7 ) may have aske d t h e i r g.p.s q u e s t i o n s , but t h e y d i d 
not s u c c e e d i n r e c e i v i n g s u c h an h o n e s t r e s p o n s e . I t 
seems l i k e l y , however, t h a t more o f t e n t h a n not some 
i n f o r m a t i o n i s g l e a n e d v i a t h i s a p p r o a c h , even i f t h i s 
r e q u i r e s t h e p a t i e n t t o r e a d between t h e l i n e s o f what i s 
s a i d ( o r not s a i d ) by t h e g.p.. I t i s o f i n t e r e s t t o 
n o t e t h a t even when a g.p. l i e s t o a p a t i e n t , and s a y s 
t h a t h e / s h e does not have c a n c e r when i n f a c t h e / s h e does, 
t h i s seldom s a t i s f i e s a p a t i e n t who s u s p e c t s t h a t c a n c e r 
i s what h e / s h e has and g e n u i n e l y w a n t s t o know about i t . 
On t h e o t h e r hand, i f t h e p a t i e n t i s a c t u a l l y s e e k i n g 
r e a s s u r a n c e , t h e n s u c h a r e s p o n s e from a g.p., b e i n g 
e x a c t l y what he/she i s a f t e r , does s a t i s f y and t o some 
d e g r e e a l l a y f e a r s . Z's r e s p o n s e t o P t . 2 4 ' s e n q u i r y 
( 6 . 5 1 ) t h a t s h e had some f l u i d i n h e r tummy, i s a c l e a r 
example of an e n q u i r y w h i c h was p l a c a t e d by a 
m i s r e p r e s e n t a t i v e answer, a t l e a s t a c c o r d i n g t o Z's 
v e r s i o n . 
When f a c e d by a p a t i e n t ' s q u e s t i o n about i l l n e s s , t h e 
problem from a g.p.'s p o i n t o f v i e w , i s t o d i f f e r e n t i a t e 
between t h e g e n u i n e e n q u i r y f o r i n f o r m a t i o n (however 
u n p a l l a - t a b l e ) and t h e e n q u i r y w h i c h s e e k s 
r e a s s u r a n c e . T h i s d i s t i n c t i o n , however, i s t o some 
e x t e n t f a l l a c i o u s , s i n c e i t does n o t a l l o w f o r t h e s h a d e s 
o f g r e y i n between. Even though some p a t i e n t s append 
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c o n d i t i o n s t o q u e s t i o n s , t o d e f i n e t h e r a n g e o f a c c e p t a b l e 
a n s w e r s , f o r t h e g.p., t h i s d u s t seems t o r e p r e s e n t t h e 
p r o v e r b i a l t h i n end o f t h e wedge. But even p a t i e n t s who 
o v e r t l y knew t h e i r d i a g n o s i s and p r o g n o s i s , and t a l k e d 
about them i n e x p l i c i t t e r m s e x p r e s s e d t h e t e n s i o n s 
i n v o l v e d between w a n t i n g and not w a n t i n g t o p o s s i b l y 
r e c e i v e bad news. 
" I a l w a y s s a i d i f a n y t h i n g was wrong w i t h me I would 
want t o know. But t h e r e a g a i n , once you do get t o know 
you t h i n k t o y o u r s e l f , "Oh my goodness! I w i s h I 
hadn't been t o l d , " deep down." 
( P t . 1 9 ) 
(7.10) 
An e x p r e s s i o n o f t h i s t e n s i o n was to be found i n e v e r y 
i n t e r v i e w w i t h a p a t i e n t who o v e r t l y knew and t a l k e d 
about h i s o r h e r i l l n e s s . 
A s k i n g a n o t h e r medic C l e a r l y p a t i e n t s s e e k i n f o r m a t i o n 
from m e d i c a l p e r s o n e l o t h e r t h a n g.p.s and we now c o n s i d e r 
t h e s e o t h e r m e d i c a l s o u r c e s o f i n f o r m a t i o n . W h i l e t h e 
p o s s i b i l t y r e m a i n s t h a t h o s p i t a l c o n s u l t a n t s , r e g i s t r a r s 
and h o u s e - o f f i c e r s do r e c e i v e q u e s t i o n s , and on 
o c c a s i o n a n s w e r them, i n o u r i n t e r v i e w s t h e r e a r e no 
e v i d e n c e t h a t any o v e r t i n f o r m a t i o n g a i n e d from h o s p i t a l 
p e r s o n n e l was t h e p r o d u c t o f p a t i e n t i n i t i a t e d 
q u e s t i o n i n g . I n t h e words o f Pt.09» 
"They don't d i s c u s s t h i n g s w i t h you. At t h e bottom o f 
t h e bed t h e y ' l l t a l k t o t h e m s e l v e s , but you t h e 
p a t i e n t a r e t h e l a s t one t o h e a r . " 
( P t . 0 9 ) 
(7.11) 
S i m i l a r p o i n t s were made on a number o f o c c a s i o n s by 
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p a t i e n t s and t h e i r s p o u s e s d u r i n g i n t e r v i e w s . I f 
i n f o r m a t i o n i s t o be conveyed t o p a t i e n t s i n t h i s way, i t 
seems t h a t i n t h e c a s e o f i n f o r m a t i o n c o n v e y e n c e by 
h o s p i t a l d o c t o r s i t i s i n i t i a t e d by t h e medic him o r 
h e r s e l f . I n e v e r ^ c a s e w h i c h we have i d e n t i f i e d i t was t h e 
d o c t o r who a p p r o a c h e d t h e p a t i e n t h a v i n g p r e s u m a b l y 
a l r e a d y d e c i d e d t o t e l l . Of t h e t h r e e p a t i e n t s t o l d by 
h o s p i t a l p e r s o n n e l i n o u r sample, two were s i n g l e women 
(P t . 1 9 & Pt.27) and t h e t h i r d ( P t . 0 6 ) was m a r r i e d t o an 
o l d s c h o o l f r i e n d o f t h e s u r g e o n c o n c e r n e d . Thus i n a l l 
t h r e e c a s e s t h e c i r c u m s t a n c e s i f n o t u n u s u a l , were not 
r o u t i n e . Pt.27. l i k e Pt.19. was t o l d by h e r s u r g e o n 
b e c a u s e t h e r e was no a d u l t r e l a t i v e t o whom he c o u l d t u r n 
t o t e l l . Pt.06 was r e p o r t e d l y t o l d i n t h e p r e s e n c e o f 
h e r husband by t h e c o n s u l t a n t b e c a u s e , "he c o u l d not 
l e a v e h e r out b e i n g an o l d f r i e n d o f t h e f a m i l y , " a l t h o u g h 
t h e r e b y t h e s u r g e o n " l i t e r a l l y b lew i t . . " ( D r . W i i ) . 
N u r s e s , b o t h t h o s e i n h o s p i t a l s and t h e d i s t r i c t n u r s e s 
who c a r e f o r p a t i e n t s a t home, may a l s o be a s k e d 
q u e s t i o n s . R e s e a r c h i n d i c a t e s , however, t h a t n u r s e s do 
not r o u t i n e l y d i v u l g e i n f o r m a t i o n t o p a t i e n t s i n e i t h e r 
s i t u a t i o n ( c . f . C a r t w r i g h t e t a l f 1973; F i e l d , 1983) and 
t h i s i s n o t c o n t r a d i c t e d by t h e p r e s e n t i n t e r v i e w d a t a . 
Pt.17 was a l o n e i n r e p o r t i n g an i n t e r a c t i o n w i t h a n u r s e , 
w h i c h a p p e a r e d t o be a s o u r c e o f i n f o r m a t i o n . But t h i s 
was o n l y i n s o f a r a s what t h e n u r s e s a i d c o n f i r m e d t h e 
p a t i e n t ' s s u s p i c i o n s ( 6 . 7 4 ) . 
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A s k i n g a r e l a t i v e P a t i e n t s may o f t e n s e e k i n f o r m a t i o n 
from r e l a t i v e s . most f r e q u e n t l y t h e s p o u s e . We saw 
p r e v i o u s l y ( 6 . 2 6 t o 6.29) t h a t P t . 15 a s k e d h i s w i f e about 
h i s i l l n e s s and t h a t e v e n t u a l l y s h e d e c i d e d t o t e l l a l l . 
O b v i o u s l y t o a s k a r e l a t i v e about one's i l l n e s s 
p r e s u p p o s e s t h a t t h e r e l a t i v e knows t h e a n s w e r s t o t h e 
q u e s t i o n s . Thus s u c h an a p p r o a c h may be b a s e d e i t h e r on 
a c u l t u r a l l y p e r v a s i v e knowledge o r e x p e c t a t i o n t h a t , 
a l t h o u g h c a n c e r p a t i e n t s t h e m s e l v e s a r e not t o l d , t h e i r 
n e x t o f k i n a r e ; o r on c u e s p i c k e d up by t h e p a t i e n t 
w h i c h r e v e a l t h a t t h e r e l a t i v e knows, o r a c o m b i n a t i o n o f 
both o f t h e s e . I n t h e c a s e o f P t . 1 5 i t i s c l e a r l y 
p o s s i b l e t h a t t h e spouse u n i n t e n t i o n a l l y i n d i c a t e d t o t h e 
p a t i e n t t h a t s h e knew by h e r e m o t i o n a l s t a t e , s i n c e i n h e r 
own words s h e was " a bag o f n e r v e s " and by h e r p r e v i o u s 
a t t e m p t s t o a v o i d h i s q u e s t i o n s . The e f f e c t o f knowing 
about a s p o u s e ' s c a n c e r , w h i l e t h e p a t i e n t h i m / h e r s e l f 
does n o t , p r o b a b l y c a u s e s a n x i e t y i n a l l c a s e s . Some o f 
t h e c l e a r e s t e x a m p l e s of t h e s e a n x i e t i e s and t h e t e n s i o n s 
a r o u s e d w i t h i n t h e m a r i t a l r e l a t i o n s h i p by s u c h an 
i n e q u a l i t y o f knowledge a r e r e v e a l e d by V's comments 
about Pt.05 and h i s spouse and t h e a n a l y s i s o f i n t e r v i e w s 
w i t h Pt.05 and P t . 1 2 . Such t e n s i o n s a r e h a r d l y 
s u r p r i s i n g g i v e n t h e p r e t e n s e t h a t i s r e q u i r e d f o r t h e i r 
m a i n t e n a n c e , e s p e c i a l l y i n r e l a t i o n s h i p s i n w h i c h s e c r e t s 
a r e n o t t h e norm. What i s p e r h a p s more s u r p r i s i n g i s t h a t 
more c o u p l e s do not d i s c u s s t h e i l l n e s s from w h i c h one i s 
s u f f e r i n g , b u t abo u t w h i c h t h e o t h e r h a s been i n f o r m e d 
C o n s i d e r a t i o n o f an a n a l o g o u s s i t u a t i o n p e r h a p s p r o v i d e s 
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i n s i g h t i n t o what may be h a p p e n i n g h e r e . L e t us p o s i t a 
s i t u a t i o n i n w h i c h one m a r r i a g e p a r t n e r i s i n v o l v e d i n an 
a d u l t e r o u s a f f a i r . The f a i t h f u l p a r t n e r may wonder what 
t h e s p o u s e does e v e r y T u e s d a y e v e n i n g . He o r s h e ^ e v e n 
s u s p e c t a d u l t e r y , but n e v e r a s k ^ s i n c e t h e r e l a t i o n s h i p 
c o n t i n u e s t h e r e m a i n i n g 6 days o f t h e week, t h e r e a r e t h e 
c h i l d r e n t o t h i n k o f , f i n a n c i a l s e c u r i t y e t c . . Such a 
c o n s p i r a c y o f s i l e n c e , t h e n , p e r m i t s a s e m b l a n c e o f 
n o r m a l i t y t o be m a i n t a i n e d , a l t h o u g h a t a p r i c e . 
I t i s a l s o c l e a r t h a t g.p.s r e c o g n i s e t h a t p a t i e n t s t u r n 
t o r e l a t i v e s f o r i n f o r m a t i o n and a l l k g.p.s mentioned 
t h i s i n one form o r a n o t h e r d u r i n g i n t e r v i e w s . F o r example 
"I'm s u r e t h a t some c o u p l e s s i t down t o g e t h e r and t a l k 
a bout t h i s and have a good c r y t o g e t h e r . " 
( D r . X i ) 
( 7.12) 
B l i n d s The most d e v i o u s way i n w h i c h a p a t i e n t c a n 
g a i n i n f o r m a t i o n t h a t we have i d e n t i f i e d , i s by t h e u s e o f 
a b l i n d . " B l i n d " i s u s e d h e r e i n t h e s e n s e o f " a 
p r e t e n c e , a p r e t e x t , t o c o n c e a l one's r e a l d e s i g n " 
( O . E . D ) . Dr.X r e c o u n t e d t h e s t o r y o f a f e m a l e p a t i e n t 
w i t h l u n g c a n c e r . She had n o t been t o l d t h e n a t u r e o f 
h e r i l l n e s s u n t i l one day he v i s i t e d h e r and; 
"She was s a y i n g more o r l e s s , " W e l l you c a n ' t p u l l 
t h e wool o v e r my e y e s mate"... The e x a c t p h r a s e 
was... " I t ' s a l r i g h t you n e e d n ' t k i d me any more, I 
know a l l about i t . " " 
( D r . X i ) 
(7.13) 
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At t h e t i m e X a c c e p t e d what s h e s a i d and changed h i s 
a p p r o a c h t o h e r a c c o r d i n g l y , so a s t o o v e r t l y r e v e a l t h e 
n a t u r e o f t h e i l l n e s s . However, X c o n s i d e r s t h a t he 
was duped by h e r , t h a t he " m i s r e a d t h e i n f o r m a t i o n " , and 
c o n s e q u e n t l y , " I w i s h now t h a t I had s t u c k t o my guns and 
t o l d l i e s " , s i n c e s h e r e a c t e d b a d l y ( i n h i s v i e w ) t o b e i n g 
i n f o r m e d . He took h e r r e a c t i o n t o i n d i c t a t e t h a t s h e had 
not i n f a c t p r e v i o u s l y known about h e r i l l n e s s . 
I n o r d e r f o r a p a t i e n t t o u s e s u c h a t r i c k , he o r s h e 
must f i r s t have s u s p i c i o n s . However, s u c h s u s p i c i o n s may 
be e i t h e r about t h e n a t u r e o f t h e i l l n e s s , o r t h a t he o r 
s h e i s not a l r e a d y i n p o s s e s s i o n of t h e f u l l f a c t s and 
t h a t s o m e t h i n g i s b e i n g w i t h h e l d . One might e x p e c t o f 
most p a t i e n t s , t h a t f o r them t o r e s o r t t o a b l i n d t h e y 
must n o t o n l y s u s p e c t t h a t i n f o r m a t i o n i s b e i n g 
w i t h h e l d , but a l s o b e l i e v e t h a t i t c o u l d not be o b t a i n e d 
by a more h o n e s t a p p r o a c h . I n t h e b l i n d d e s c r i b e d above, 
t h e p a t i e n t ' s d e v i c e was t o p r e t e n d t o be k n o w l e d g e a b l e , 
t h e r e b y t o o b t a i n i n f o r m a t i o n about h e r i l l n e s s . 
U n f o r t u n a t e l y f o r h e r p e r h a p s , s h e d i d not o b t a i n good 
news, and h e r r e a c t i o n t o t h e bad news a l e r t e d X t o t h e 
p o s s i b i l i t y t h a t he had been d e c e i v e d i n t o r e v e a l i n g 
i n f o r m a t i o n w h i c h he had p r e v i o u s l y w i t h h e l d . A l t h o u g h 
t h i s i s t h e o n l y b l i n d i d e n t i f i e d i n t h e p r e s e n t d a t a , i t 
does n o t r e q u i r e a p a r t i c u l a r l y p e r v e r s e i m a g i n a t i o n t o 
c o n j e c t u r e o t h e r s i m i l a r ways o f a t t a i n i n g t h e same 
r e s u l t . However m a c h i e v e l l i a n , s u c h e v e n t s a r e a common 
c u r r e n c y o f s o c i a l l i f e . What i s p e r h a p s r e q u i r e d o f a 
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p e r s o n who p u l l s o f f a s u c c e s s f u l b l i n d , i s t h a t h e / s h e 
p o s s e s s e s t h e f o r t i t u d e t o m a i n t a i n t h e r u s e i n t h e f a c e 
o f u n p l e a s a n t r e v e l a t i o n s . S i n c e X's p a t i e n t f a i l e d t o 
conform t o t h i s i m p l i c i t s o c i a l norm, X d i s c o v e r e d t h a t 
he had been m i s l e a d . What r e m a i n unknown (and p e r h a p s 
u n k n o w a b l e ) , a r e t h e b l i n d s u s e d by p a t i e n t s who s u c c e e d 
i n f o l l o w i n g them th r o u g h w i t h o u t p e r m i t t i n g t h e d e c e p t i o n 
t o be d i s c o v e r e d . But s u b j e c t i v e l y , once c o n f i r m e d , t h e 
i n f o r m a t i o n o b t a i n e d v i a u s e of a b l i n d , h a s been known 
a l l a l o n g and t h u s no d e c e i t e v e r e x i s t e d . 
P a t i e n t Methods o f I n f o r m a t i o n A c q u i s i t i o n 
We now t u r n t o some methods by w h i c h p a t i e n t s g a i n 
i n f o r m a t i o n , w i t h o u t n e c e s s a r i l y i n i t i a t i n g i t . 
" A c q u i r e " , " a c q u i s i t i o n " e t c . a r e us e d t o i m p l y a l e s s 
a c t i v e p r o c e s s , but not n e c e s s a r i l y a p a s s i v e one. The 
p a t i e n t must be a t l e a s t a l e r t t o t h e p o s s i b l e meanings o f 
e n v i r o n m e n t a l e v e n t s i n o r d e r t o make s e n s e o f them. I n 
most c a s e s t h e p a t i e n t has got t o t h i n k out o r deduce t h e 
meaning o f what i s o b s e r v e d , h e a r d o r f e l t i n r e l a t i o n t o 
o t h e r i n f o r m a t i o n t h a t he o r s h e a l r e a d y p o s s e s s e s . I t i s 
c o n v e r s e l y a l s o p o s s i b l e f o r a p a t i e n t t o r e f u s e t o do 
t h i s and t h u s r e m a i n i g n o r a n t , a l t h o u g h s u c h i g n o r a n c e 
must be c o n t i n g u e n t . 
D e d u c t i o n Some p a t i e n t s i n f e r from g e n e r a l r e m a r k s and 
i n f o r m a t i o n from t h e i r d o c t o r s e t c . t h e n a t u r e o f t h e i r 
i l l n e s s and i t s i m p l i c a t i o n s . I n some ways d e d u c t i o n i s 
t h e o p p o s i t e s i d e o f t h e c o i n t o h i n t s . But w h e r e a s 
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" h i n t s " i m p l i e s t h a t t h e " h i n t e r " i n t e n d s t h e p a t i e n t t o 
u n d e r s t a n d s o mething, t h i s i s n o t t h e c a s e h e r e . S i n c e 
i t was g . p . s f r a t h e r t h a n r e l a t i v e s , whom we i d e n t i f i e d a s 
h i n t i n g we c o n s i d e r t h a t w h e r e a s h i n t s a r e g.p. 
c e n t r e d and i n i t i a t e d , d e d u c t i o n s a r e p a t i e n t c e n t r e d . 
Q u o t a t i o n 6.60, i n w h i c h Dr.V i s t a l k i n g about Pt.05, i s 
an example o f t h i s . The g.p. i s aware t h a t he has 
s u p p l i e d t h e p a t i e n t by h i s a c t i o n s w i t h a l l t h e 
i n f o r m a t i o n r e q u i r e d f o r t h e p a t i e n t t o come to t h e t h e 
l o g i c a l c o n c l u s i o n t h a t he has c a n c e r and i s d y i n g . 
However, V does not i m p l y t h a t he i n t e n d e d Pt.05 to 
u n d e r s t a n d t h i s , but he r e c o g n i s e s t h a t s u c h an 
u n d e r s t a n d i n g i s a l m o s t i n e v i t a b l e from t r e a t m e n t ( o r 
more p r o p e r l y l a c k o f t r e a t m e n t ) o f t h e i l l n e s s . How 
c o r r e c t i s t h i s b e l i e f ? I n t h e p r e v i o u s c h a p t e r we 
c o n c l u d e d t h a t Pt.05 a l m o s t d e f i n i t e l y s u s p e c t e d what was 
g o i n g on, even though noone e v e r t a l k e d about i t . T h i s 
knowledge ( o r s u s p i c i o n ) was a l m o s t c e r t a i n l y a c q u i r e d by 
d e d u c t i o n . The f o l l o w i n g e xchange t h a t o c c u r e d d u r i n g t h e 
i n t e r v i e w o f t h e p a t i e n t t e n d s t o c o n f i r m t h i s . 
I n t . "Do you f e e l happy w i t h t h e t r e a t m e n t you 
have r e c e i v e d o r n o t ? " 
Pt.05 "Up t o a p o i n t you know, but i t ' s been 
i g n o r a n c e o f t h e f a c t s . . . I'm f e d up w i t h i t , f e d up 
w i t h i t a l l t o g e t h e r . . . . I w i s h he had t o l d us more." 
I n t . "Why?" 
P t . 0 5 "Why? W e l l , w e l l he c o u l d n ' t make any d i f f e r e n c e 
c o u l d he? W e l l I c o u l d n ' t make head n o r t a i l o f i t 
c o u l d I ? " 
Sp.05 "He c o u l d n ' t . " 
I n t . "Would i t have made you h a p p i e r do you t h i n k ? " 
Pt.05 " W e l l i t ' s not n e c e s s a r y t o make you happy i s 
i t . " 
I n t . "What do you mean?" 
Pt.05 "Aye, a y e i t c o u l d be t h e r e v e r s e . . . . w e l l 
maybe t h a t ' s why t h e y don't t e l l you i s n ' t i t . " 
( P t . 0 5 ) 
(7.14) 
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T h i s e x change r e v e a l s s o m e t h i n g o f p o t e n t i a l l y g r e a t 
s i g n i f i c a n c e , namely t h a t f o r t h e p a t i e n t t h e f a c t t h a t 
he has not been g i v e n e x p l i c i t i n f o r m a t i o n about h i s 
i l l n e s s i s i n i t s e l f i n f o r m a t i o n upon w h i c h knowledge may 
be b a s e d . 
Unguarded comments The unguarded comments of m e d i c a l 
p e r s o n n e l can a l s o r e v e a l much to a p a t i e n t . P t . 0 9 
became aware o f t h e s e v e r i t y o f h e r i l l n e s s i n h o s p i t a l , 
a l t h o u g h i t was not u n t i l s h e t a l k e d t o W t h a t s h e l e a r n t 
e x p l i c i t l y about h e r c a n c e r . 
"And o f c o u r s e I a s k e d them i f I c o u l d go home. And 
w e l l i t was d u s t s o m e t h i n g t h a t Dr S m i t h s a i d . He 
s a i d , " w e l l under t h e c i r c u m s t a n c e s I t h i n k s h e 
s h o u l d spend a s much t i m e as p o s s i b l e w i t h h e r 
f a m i l y " . 
( P t . 0 9 ) 
(7.15) 
T h a t Pt.09 remembers and r e p o r t s t h i s i n c i d e n t i s p r o o f 
enough o f t h e s i g n i f i c a n c e i t had f o r h e r a t t h e t i m e . 
Y e t we must not f o r g e t t h a t t h i s was not t h e s o l e 
i n f o r m a t i o n upon w h i c h she b a s e d h e r Judgement about h e r 
i l l n e s s and t h a t s h e a l r e a d y had a c o g n i t i v e s e t w i t h i n 
w h i c h t o i n t e r p r e t t h i s remark. Such a s e t i s to be 
e x p e c t e d f o r p a t i e n t s who have undergone m a j o r s u r g e r y . 
I n h e r c a s e t h i s would have been f u r t h e r r e i n f o r c e d by 
h e r a w a r e n e s s o f t h e p o t e n t i a l s i g n i f i c a n c e o f h e r 
symptoms. A f t e r a l l , i t was h e r a w a r e n e s s t h a t b r e a s t 
lumps may be i n d i c a t i v e o f b r e a s t c a n c e r t h a t d r o v e h e r t o 
t h e d o c t o r i n t h e f i r s t p l a c e . 
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R e c o g n i t i o n o f t r e a t m e n t We have a l r e a d y s e e n how Pt.17 
e x p l a i n e d t o a n u r s e t h a t s h e d i s c o v e r e d t h a t s h e had 
c a n c e r , " b e c a u s e you s e n t me to t h e same p l a c e a s t h e 
o t h e r women t h a t h a s got c a n c e r " ( 6 . 7 4 ) . Pt.17 bad not 
been t o l d o f h e r d i a g n o s i s b e f o r e s h e went t o h o s p i t a l f o r 
r a d i o - t h e r a p y . Y e t s h e was i n a ward w i t h o t h e r women 
who knew t h e y had c a n c e r s f o r wh i c h t h e y were r e c e i v i n g 
r a d i o - t h e r a p y . F u r t h e r m o r e , t h i s was d i s c u s s e d o p e n l y on 
t h e ward. Thus when Pt.17 d i s c o v e r e d t h a t s h e was b e i n g 
s e n t down t o t h e same room a s women who went f o r 
r a d i o - t h e r a p y s h e was a b l e t o i n f e r t h a t s h e was r e c e i v i n g 
t h e same t r e a t m e n t f o r t h e same i l l n e s s . T h i s i s t h e o n l y 
c a s e i n t h i s s e r i e s o f i n t e r v i e w s i n w h i c h a p a t i e n t 
m e n t i o n s t h a t p a t i e n t s d i s c u s s t h e i r i l l n e s s e s t o g e t h e r . 
However, Pt.17 n e v e r s u g g e s t e d t h a t s h e l e a r n t about h e r 
i l l n e s s by c o m p a r i s o n o f symptoms w i t h t h o s e o f o t h e r 
p a t i e n t s . Thus a l t h o u g h i t i s c l e a r l y p o s s i b l e f o r a 
p a t i e n t t o s e e k i n f o r m a t i o n by i n i t i a t i n g d i s c u s s i o n w i t h 
o t h e r p a t i e n t s , we have no e v i d e n c e t h a t t h i s i s done by 
p a t i e n t s . But Molleman e t a l (1986) do r e p o r t s u c h 
p r o c e s s e s i n a sample o f h o s p i t a l i s e d c a n c e r p a t i e n t s . 
I t i s p e r h a p s s u r p r i s i n g t h a t t h e p r e s e n t s e t of p a t i e n t s 
a p p a r a n t l y a c q u i r e d v e r y l i t t l e i n f o r m a t i o n by r e c o g n i s i n g 
t r e a t m e n t . P t . 2 6 , f o r example, was happy t o d e s c r i b e t h e 
c o u r s e o f r a d i o t h e r a p y w h i c h he was r e c e i v i n g a s t r e a t m e n t 
f o r an " u l c e r " , and t h e r e was no s u g g e s t i o n t h a t he took 
t h i s t o be a n y t h i n g but "an o r d i n a r y u l c e r " . 
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R e c o g n i t i o n o f symptoms T h e r e a r e numerous examples o f 
symptom r e c o g n i t i o n i n t h e i n t e r v i e w s , a l b e i t w i t h 
a t t a c h e d c a v e a t s . One c a n n o t a l w a y s a c c e p t a p a t i e n t ' s 
r e p o r t o f symptom r e c o g n i t i o n a s e v i d e n c e t h a t he o r 
s h e t h u s knew t h e n a t u r e o f t h e i l l n e s s a t t h e time, 
s i n c e t h i s may be a p o s t hoc r a t i o n a l i s a t i o n made once t h e 
d i a g n o s i s has become known t o t h e p a t i e n t i n some o t h e r 
way. The i n t e r v i e w s s u g g e s t , however, t h a t p a t i e n t s do 
not o v e r s t a t e t h e i r c a s e s i n t h i s way. P a t i e n t s may s a y 
t h a t t h e y r e c o g n i s e d a symptom t o be i n d i c a t i v e o f 
s o m e t h i n g s e r i o u s l y wrong, w h i c h may be c a n c e r . But t h e y 
do n o t c l a i m u n e q u i v o c a l r e c o g n i t i o n o f t h e symptom(s) 
t o mean c a n c e r . A good example i s Pt.15 who, 
a l t h o u g h e a r l i e r q uoted a s s a y i n g he knew from t h e 
v e r y b e g i n n i n g ( 6 . 2 7 ) q u a l i f i e d t h i s by s a y i n g , 
"You don't g e t a s w e l l i n g l i k e t h a t f o r n o t h i n g do 
you? ...So t h e r e was o n l y r e a l l y one answer to t h a t . . . 
but I would have been q u i t e happy t o have been wrong." 
( P t . 1 5 ) 
(7.16) 
Of t h e t h r e e women w i t h c a n c e r o f t h e b r e a s t , (Pt.04-, 
P t . 0 9 and P t . 2 7 ) two had i n i t i a l l y p r e s e n t e d t o t h e i r 
g.p.s a s a r e s u l t o f d i s c o v e r i n g lumps i n t h e i r b r e a s t s . 
O n l y P t . 0 4 , who d i d not e x p r e s s any e x p l i c i t knowledge o f 
h e r c a n c e r , had not p r e s e n t e d i n t h i s way. G i v e n t h e 
w ide p u b l i c i t y o v e r r e c e n t y e a r s o f t h e i m p o r t a n c e o f 
b r e a s t s e l f e x a m i n a t i o n , i t i s n o t s u r p r i s i n g t h a t t h i s 
p a r t i c u l a r symptom and form o f c a n c e r i s w i d e l y 
r e c o g n i s e d . However, a s b o t h women i m p l i e d d u r i n g t h e 
i n t e r v i e w s , t h e y hoped t h a t t h e i r lumps were b e n i g n . As 
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i s c l e a r * from what we have s a i d e l s e w h e r e , i t was o t h e r 
f a c t o r s t h a t i n d i c a t e d t o them t h a t t h e s e hopes where 
unfounded. 
Summary T h i s a n a l y s i s of i n t e r v i e w s r e v e a l s t h a t 
g.p.s a t t e m p t t o c o n t r o l t h e f l o w of e x p l i c i t i n f o r m a t i o n 
about i l l n e s s t o t e r m i n a l p a t i e n t s i n a number of ways. 
The methods employed by g.p.s can be b r o a d l y 
d i v i d e d under two c a t e g o r i e s on t h e b a s i s o f t h e 
i n t e n t i o n s w h i c h u n d e r l i e them. The f i r s t a t t e m p t s t o 
w i t h h o l d i n f o r m a t i o n from t h e p a t i e n t , w h i l e t h e s e c o n d 
aims t o convey i n f o r m a t i o n t o t h e p a t i e n t . P a t i e n t s g a i n 
i n f o r m a t i o n i n a number o f ways. W h i l s t some o f t h e s e 
r e p r e s e n t p o s i t i v e e f f o r t s on t h e p a t i e n t s ' p a r t t o f i n d 
o u t , i n f o r m a t i o n s e e k i n g , o t h e r s a r e more p a s s i v e . Thus a 
p a t i e n t s ' d i s c o v e r y of i n f o r m a t i o n c a n be a c o n s e q u e n c e 
o f t r e a t m e n t o r p i c k e d up from t h e environment t o w h i c h 
t h e y a r e n e c e s s a r i l y exposed. These a r e summarised i n 
T a b l e 7.01 below. 
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T a b l e 7.01 
Summary t a b l e o f g.p. i n f o r m a t i o n w i t h h o l d i n g and 
c o n v e y i n g and p a t i e n t i n f o r m a t i o n s e e k i n g and a c q u i s i t i o n 
t y p o l o g y . 
G. P. S 
I n f o r m a t i o n w i t h h o l d i n g 
I D e n i a l 
( a ) o u t r i g h t l i e s 
( b ) " w h i t e " l i e s 
i i R e a s s u r a n c e 
i i i E v a s i o n 
I n f o r m a t i o n c o n v e y i n g 
i v H i n t s 
v P r o mpting 
v i Euphemism 
PATIENTS 
I n f o r m a t i o n s e e k i n g 
i A s k i n g t h e g.p. 
i i A s k i n g a n o t h e r medic 
i i i A s k i n g a r e l a t i v e 
i v B l i n d s 
I n f o r m a t i o n a c q u i s i t i o n 
v D e d u c t i o n 
v i Unguarded comments 
v i i R e c o g n i t i o n o f t r e a t m e n t 
v i i i R e c o g n i t i o n o f symtoms 
The mechanisms by w h i c h any c o n t r o l i s a c h i e v e d may be 
i n t r i n s i c t o a g.p.*s s t y l e o f d o c t o r i n g , and may appear 
Or ha-r 
i n a n a l o g o u s forms i n h i s ^ c o m m u n i c a t i o n s w i t h n o n - t e r m i n a l 
p a t i e n t s . The g.p. may not be aware o f h i s o r h e r methods 
o f i n f l u e n c i n g and c o n t r o l l i n g i n t e r a c t i o n s w i t h 
p a t i e n t s . A l t e r n a t i v e l y s h e o r he may do t h i s c o n s c i o u s l y 
and I n t e n t i o n a l l y . I t i s c l e a r l y p o s s i b l e t h a t any 
p a r t i c u l a r method may be used by o n l y one g.p. o r p a t i e n t , 
but i t may be more w i d e s p r e a d . However, t h a t i t has 
been i d e n t i f i e d from t h e p r e s e n t i n t e r v i e w s s u f f i c e s t o 
show t h e p o s s i b i l i t y of use, w h i c h i s o u r p u r p o s e . I t 
w i l l r e m a i n f o r f u t u r e s t u d i e s t o a s c e r t a i n t h e l e v e l 
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of u s e o f t h e s e methods, t o i d e n t i f y any s p e c i f i c 
s i t u a t i o n a l o r i n d i v i d u a l f a c t o r s w h i c h promote t h e i r use, 
as w e l l a s t o add to t h e l i s t . 
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CHAPTER 8 
Resume, p r o s p e c t s and d e s i g n o f l o n g i t u d i n a l s t u d y 
of g.p. t e r m i n a l p a t i e n t communication. 
T h i s c h a p t e r i s something o f a h y b r i d , but s e r v e s t h e 
pur p o s e o f b r i d g i n g between t h e p r e v i o u s l y r e p o r t e d 
s t u d y and f u r t h e r s t u d i e s . The f i r s t h a l f o f t h i s 
c h a p t e r c o m p r i s e s o f a d i s c u s s i o n of t h e f i n d i n g s of S t u d y 
1 and t h e i r i m p l i c a t i o n s f o r f u r t h e r r e s e a r c h . The second 
h a l f t h e n d e t a i l s t h e program of r e s e a r c h , which a r o s e on 
t h e b a s i s of t h e s e f i n d i n g s and t h e changes made to t h e 
b a s i c r e s e a r c h d e s i g n d e s c r i b e d i n C h a p t e r k. I t t h e n 
r e p o r t s some problems t h a t a r o s e w h i c h i n f l u e n c e d t h e 
p e r f o r m a n c e of t h e proposed r e s e a r c h , t h u s c h a n g i n g t h e 
s c o p e and emphasis o f t h e e n s u i n g a n a l y s i s . 
Resume and D i s c u s s i o n of S t u d y 1 
The r e s u l t s of t h e s t a t i s t i c a l a n a l y s i s of p a t i e n t 
i n t e r v i e w s p r e s e n t e d i n C h a p t e r 5 were summarised a s 
f o l l o w s . The t h r e e groups o f p a t i e n t s , t e r m i n a l l y i l l 
w i t h knowledge, t e r m i n a l l y i l l w i t h o u t knowledge, and 
c h r o n i c c o n t r o l s , d i f f e r e d i n f r e q u e n c y o f e x p r e s s i o n o f 
knowledge about t h e i l l n e s s , t h e t e r m i n a l l y i l l w i t h 
knowledge group showing t h e most, t e r m i n a l l y i l l w i t h o u t 
knowledge t h e l e a s t . The t e r m i n a l l y i l l w i t h knowledge 
group were r e l a t i v e l y more l i k e l y t o g e t knowledge from 
" o t h e r s o u r c e s " ( u s u a l l y a h o s p i t a l ) , t h e c h r o n i c c o n t r o l 
group from t h e g.p.. The t r a n s c r i p t l e n g t h s o f t h e 
t e r m i n a l l y i l l w i t h knowledge group were l o n g e r t h a n 
t h o s e o f t h e o t h e r two groups, p o s s i b l y r e f l e c t i n g a 
g r e a t e r w i l l i n g n e s s t o t a l k about a s p e c t s of t h e i r i l l n e s s 
and t r e a t m e n t . The f r e q u e n c y o f " c o m p l e t e knowledge" 
u t t e r a n c e s was p o s i t i v e l y c o r r e l a t e d w i t h t r a n s c r i p t 
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l e n g t h I n t h e t e r m i n a l l y i l l w i t h knowledge group, 
n e g a t i v e l y i n t h e c h r o n i c c o n t r o l group. The groups d i d 
not d i f f e r on e i t h e r T r a i t o r S t a t e A n x i e t y S c a l e s c o r e s . 
However i n t h e t e r m i n a l l y i l l w i t h o u t knowledge group 
( b u t n o t t h e o t h e r g r o u p s ) T r a i t A n x i e t y and age were 
c o r r e l a t e d p o s i t i v e l y w i t h t r a n s c r i p t l e n g t h and (most 
c l e a r l y i n t h e c a s e of age) w i t h f r e q u e n c y of " c o m p l e t e 
knowledge" u t t e r a n c e s , n e g a t i v e l y w i t h f r e q u e n c y of "not 
known" u t t e r a n c e s . F i n a l l y men were more v a r i a b l e i n 
f r e q u e n c i e s o f c o m p l e t e knowledge u t t e r a n c e s t h a n women. 
Some o f t h e s e r e s u l t s c o u l d be s i m p l e c o n s e q u e n c e s o f t h e 
d i f f e r e n c e i n d e g r e e of knowledge between two t e r m i n a l l y 
i l l g r o u p s . T h i s i s t r u e o f t h e d i f f e r e n c e s between 
f r e q u e n c i e s o f u t t e r a n c e s c a t e g o r i s e d a s " c o m p l e t e 
knowledge" and "not known", ( F i g u r e 5 . 0 4 ) , a r e s u l t w h i c h 
s e r v e s t o v a l i d a t e t h e c o n t e n t a n a l y s i s , and to show t h a t 
g.p.s a r e i n d e e d a b l e t o c l a s s i f y p a t i e n t s i n t h e way 
r e q u i r e d . I f " s u s p i c i o n " l i e s i n between t h e extreme 
c a t e g o r i e s on a d i m e n s i o n o f de g r e e o f knowledge, t h e n t h e 
a b s e n c e o f a d i f f e r e n c e h e r e i s not s u r p r i s i n g . The 
d i f f e r e n c e i n " d e n i a l o r d i s b e l i e f " , w i t h t h e c h r o n i c 
c o n t r o l group u s i n g t h i s c a t e g o r y t h e l e a s t , t e r m i n a l l y 
i l l w i t h knowledge group t h e most, can a l s o be e x p l a i n e d . 
S u c h u t t e r a n c e s a r e u n l i k e l y t o o c c u r i n c h r o n i c p a t i e n t s 
who have been l i v i n g w i t h t h e i r i l l n e s s f o r some time, and 
i t c a n r e a l l y o n l y be e x p r e s s e d a s a r e a c t i o n t o 
knowledge. 
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Some of t h e r e m a i n i n g group d i f f e r e n c e s may be a c c o u n t e d 
f o r by t h e c o n v e r s a t i o n a l p o s s i b i l i t i e s o f f e r e d t o 
members o f t h e t h r e e groups by t h e i n t e r v i e w e r . Anyone 
d y i n g i s l i k e l y t o be p r e o c c u p i e d by t h e f a c t , and 
i n c l i n e d t o t a l k t o someone who o f f e r s t h e p o s s i b i l i t y . 
The more p r e o c c u p i e d t h e y a r e , t h e more t h e y w i l l t a l k and 
t h e l o n g e r t h e t r a n s c r i p t . Hence, i f u t t e r a n c e s 
c a t e g o r i s e d a s knowledge of d i a g n o s i s o r p r o g n o s i s can be 
t a k e n a s e x p r e s s i n g p r e o c c u p a t i o n , t h i s would e x p l a i n t h e 
p o s i t i v e c o r r e l a t i o n between " c o m p l e t e knowledge" and 
t r a n s c r i p t l e n g t h . F o r t h e c h r o n i c p a t i e n t s a l s o t h e 
i n t e r v i e w e r w i l l have o f f e r e d t h e o p p o r t u n i t y f o r 
c o n v e r s a t i o n about t h e i r i l l n e s s , but s u c h c o n v e r s a t i o n i s 
not l i k e l y t o have been e n c o u r a g e d i n t h e p a s t . I n r e t u r n 
f o r c o n t i n u e d w i l l i n g c o m p a n i o n s h i p , t h e p a t i e n t may w e l l 
have l e a r n t t o t a l k about o t h e r t h i n g s , or to r e m a i n 
s i l e n t . T h e r e would t h u s be a n e g a t i v e c o r r e l a t i o n 
between p r e o c c u p a t i o n ( a s e x p r e s s e d i n " c o m p l e t e 
knowledge" u t t e r a n c e s ) and t r a n s c r i p t l e n g t h . 
The l a c k o f group d i f f e r e n c e s i n a n x i e t y r e v e a l e d by 
S. T . A . I . s c o r e s i s s u r p r i s i n g , s i n c e t h e g.p.s gave 
a n x i e t y a s a r e a s o n f o r n o t b e i n g f r a n k w i t h c e r t a i n 
p a t i e n t s . But some p a t i e n t s , a t l e a s t , a r e l i k e l y t o be 
prompted by a n x i e t y i n t o p r o b i n g q u e s t i o n s , both i n 
h o s p i t a l and w i t h t h e i r g.p.s. I n t h i s way t h e y w i l l 
a c q u i r e more i n f o r m a t i o n , e s p e c i a l l y a s we have found t h a t 
g.p.s r e p o r t t h a t t h e y w a i t u n t i l t h e y a r e u n e q u i v o c a l y 
a s k e d b e f o r e t e l l i n g a p a t i e n t he o r s h e i s d y i n g ( C h a p t e r 
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6 ) . Such f a c t o r s may b a l a n c e t h e e f f e c t o f an i n t e n t i o n 
not t o t e l l t h e more a n x i o u s p a t i e n t s . A n o t h e r r e a s o n 
why t h e l a c k o f group d i f f e r e n c e s i s surpr^ing i s t h a t 
t h e r e have been c o n s i s t e n t r e p o r t s o f c o r r e l a t i o n s between 
a n x i e t y l e v e l s and c a n c e r ( c . f . C h a p t e r 1 ) . S p e c i f i c a l l y 
r e s e a r c h e r s a t K i n g ' s C o l l e g e H o s p i t a l ( G r e e r and M o r r i s , 
1975; G r e e r , M o r r i s and P e t t i n g a l e , 1979: G r e e r and 
S i l b e r f a r b , 1982; P e t t i n g a l e , 1963) r e p o r t d i f f e r e n c e s 
between c a n c e r p a t i e n t s and n o n - c a n c e r p a t i e n t s on 
a n x i e t y l e v e l s measured by S . T . A . I . . T h e r e f o r e , a s a l l 
t e r m i n a l p a t i e n t s but o n l y one c o n t r o l p a t i e n t s u f f e r 
from forms o f c a n c e r one may e x p e c t group d i f f e r e n c e s i n 
l i n e w i t h t h o s e o f o t h e r r e s e a r c h e r s . T h e r e a r e a number 
of p o s s i b l e r e a s o n s f o r t h e d i f f e r e n c e s between t h e 
p r e s e n t f i n d i n g s and t h o s e o f t h e K i n g ' s C o l l e g e group. 
D i f f e r e n c e s i n s a m p l i n g p r o c e d u r e s and t h e p o p u l a t i o n s t h e 
s a m p l e s r e p r e s e n t i s t h e most parsimoneous e x p l a n a t i o n . 
Our f i n d i n g s r e f e r t o both male and f e m a l e p a t i e n t s 
s u f f e r i n g from t e r m i n a l c a n c e r s and b e i n g t r e a t e d a t home. 
T h i s i s a v e r y d i f f e r e n t p o p u l a t i o n t o t h a t s t u d i e d by 
G r e e r and a s s o c i a t e s . 
I n s p i t e o f no group d i f f e r e n c e s i n a n x i e t y , t h e r e were 
c o r r e l a t i o n s w i t h i n t h e t e r m i n a l group w i t h o u t knowledge 
between T r a i t A n x i e t y and age on t h e one hand, f r e q u e n c y 
o f "knowledge" u t t e r a n c e s and t r a n s c r i p t l e n g t h on t h e 
o t h e r . To e x p l a i n t h e s e c o r r e l a t i o n s , we s u r m i s e t h a t t h e 
a t t e m p t s by t e r m i n a l l y i l l p a t i e n t s w i t h o u t knowledge t o 
t a l k about t h e i r i l l n e s s w i l l have been p o l i t e l y 
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d e f l e c t e d . P e r s i s t e n c e i n t h e f a c e o f s u c h o p p o s i t i o n 
w i l l t end t o be s e n s i t i v e t o i n d i v i d u a l d i f f e r e n c e s , and 
t h e r e f o r e c o r r e l a t i o n s emerge w i t h f r e q u e n c i e s o f 
"knowledge" u t t e r a n c e s . A n x i e t y i n c r e a s e d t h e f r e q u e n c y 
of " c o m p l e t e knowledge" u t t e r a n c e s and d e t e r m i n e d "not 
known" u t t e r a n c e s . I n c r e a s i n g age n e u t r a l i s e d t h i s 
t endency, p e r h a p s b e c a u s e t h e p r o s p e c t o f d e a t h i s not so 
i n c o n g r u o u s , and t h e r e i s l e s s need of a p u b l i c s t r u g g l e 
t o come t o t e r m s w i t h i t . A n x i e t y a l s o i n c r e a s e d 
t r a n s c r i p t l e n g t h , but i n d e p e n d e n t l y o f t h e e f f e c t upon 
e x p r e s s i o n s o f knowledge, w h i c h s u g g e s t s t h a t t h e s e 
e x p r e s s i o n s have a d i f f e r e n t meaning i n t h i s group 
compared to t h e o t h e r s . T a l k i n g a s s u c h , and t a l k i n g 
s p e c u l a t i v e l y about t h e i l l n e s s i n a way c a t e g o r i s e d a s 
" c o m p l e t e knowledge", may be a l t e r n a t i v e e x p r e s s i o n s o f 
p r e o c c u p a t i o n . 
I t i s not s u r p r i s i n g t h a t p a t i e n t s i n t h e t e r m i n a l group 
w i t h knowledge were r e l a t i v e l y more l i k e l y t o i n d i c a t e 
" o t h e r s o u r c e s " ( u s u a l l y t h e h o s p i t a l ) a s t h e i r s o u r c e o f 
knowledge, w h i l e i n t h e c h r o n i c c o n t r o l s i t tended t o be 
t h e g.p.. C h r o n i c p a t i e n t s w i l l have r e l i e d upon t h e i r 
g.p. a s t h e p r i n c i p a l s o u r c e o f m e d i c a l a d v i c e , w i t h 
v i s i t s t o h o s p i t a l u s u a l l y f o r r o u t i n e m o n i t o r i n g o f 
t r e a t m e n t r a t h e r t h a n d i a g n o s i s . T e r m i n a l l y i l l p a t i e n t s 
on t h e o t h e r hand w i l l have had t h e p r o b a b l y n o v e l 
e x p e r i e n c e o f s e v e r a l i n p a t i e n t v i s i t s t o h o s p i t a l , w i t h 
t h e e x p r e s s p u r p o s e o f i n v a s i v e d i a g n o s i s . Thus w h a t e v e r 
t h e y h e a r from t h e i r g.p., t h e h o s p i t a l i s l i k e l y t o be 
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p e r c e i v e d a s t h e o r i g i n a l s o u r c e o f t h e i n f o r m a t i o n . 
F i n a l l y t h e s e x d i f f e r e n c e s i n w i l l i n g n e s s t o t a l k ( a s 
m a n i f e s t e d i n v a r i a b i l i t y i n t r a n s c r i p t l e n g t h ) may 
c e r t a i n l y be o f i m p o r t a n c e , but a r e l i k e l y t o be o f 
complex o r i g i n , r e f l e c t i n g i n t e r a c t i o n s o f o n l y l o c a l 
v a l i d i t y between s o c i o - e c o n o m i c s t a t u s , gender and 
l a n g u a g e b e h a v i o u r . They anyhow seem u n r e l a t e d t o t h o s e 
d i f f e r e n c e s w h i c h depend on t h e n a t u r e o f t h e i l l n e s s and 
t h e p a t i e n t ' s knowledge, w h i c h have been t h e main c o n c e r n 
of t h i s i n v e s t i g a t i o n . 
The q u a l i t a t i v e a n a l y s i s of t h e g.p. i n t e r v i e w s can be 
s ummarised a s f o l l o w s . The g.p.s g e n e r a l l y a g r e e d on 
t h e meaning o f t e r m i n a l i l l n e s s . A l l e x p r e s s e d t h e aim 
when t r e a t i n g t e r m i n a l p a t i e n t s o f k e e p i n g them 
c o m f o r t a b l e and a t home u n t i l t h e y d i e d . But when i t 
comes t o what t o t e l l p a t i e n t s t h e i r o p i n i o n s d i v e r g e d . 
O n l y one o f t h e f o u r g.p.s (W) s t a t e d t h a t he r e g u l a r l y 
t e l l s p a t i e n t s when t h e y a r e s u f f e r i n g from a l i f e 
t h r e a t e n i n g i l l n e s s . Two o f t h e g.p.s (V and Z) s a y t h a t 
t h e y n e v e r t e l l , a l t h o u g h p e r h a p s a l l o w i n g f o r t h e 
p o s s i b i l i t y t h a t t h e r e may be c i r c u m s t a n c e s i n w h i c h t h e y 
would do s o . The r e m a i n i n g g.p. ( X ) p r e f e r s not t o t e l l 
p a t i e n t s , but forms an a c t i v e , p e r s o n a l and f r i e n d l y 
r e l a t i o n s h i p w i t h t h e d y i n g p a t i e n t , w i t h w h i c h t h e solemn 
acknowledgement o f i m p e n d i n g d e a t h i s n o r m a l l y 
i n c o m p a t i b l e . Dr.X w i l l a nswer a p a t i e n t ' s q u e s t i o n s i f 
he c o n s i d e r s ( a ) t h e q u e s t i o n to be a s k e d i n s u c h a way 
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a s t o r e p r e s e n t a g e n u i n e e n q u i r y r a t h e r t h a n a d i s g u i s e d 
p l e a f o r r e a s s u r a n c e and Cb) t h a t a t r u t h f u l answer w h i c h 
r e v e a l e d bad news not t o be d e t r i m e n t a l to t h e p a t i e n t 
p h y s i c a l o r p s y c h o l o g i c a l s t a t e . However whether t h e 
g.p.s t h e m s e l v e s t e l l o r n o t , t h e y a l s o r e c o g n i s e d t h a t 
p a t i e n t s o f t e n f i n d out i n d i r e c t l y . 
Our q u a l i t a t i v e a n a l y s i s o f p a t i e n t i n t e r v i e w s r e v e a l s 
t h a t f o r t h e most p a r t t h e g.p.s* a s s e s s m e n t s o f p a t i e n t 
knowledge do r e f l e c t f e a t u r e s o f t h e p a t i e n t s i n a 
c o h e r e n t way. The p a t i e n t s o f e a c h g.p. c l a s s i f i e d a s 
t e r m i n a l l y i l l w i t h knowledge c e r t a i n l y e x h i b i t e d g r e a t e r 
i n s i g h t i n t o t h e i r i l l n e s s e s t h a n d i d t h o s e c l a s s i f i e d a s 
t e r m i n a l w i t h o u t knowledge. However, one c a n n o t a s s e r t 
t h a t a l l knowing p a t i e n t s knew, w h i l s t a l l t h o s e w i t h o u t 
knowledge were t o t a l l y i g n o r a n t . Amongst t h e 
t e r m i n a l l y i l l w i t h knowledge i t i s c l e a r t h a t p a t i e n t s 09 
(W), 15 ( X ) , 19 (W), and 27 ( Z ) , knew t h a t t h e y had c a n c e r 
and t h a t d e a t h was "on t h e c a r d s " , s i n c e t h e y e x p l i c i t l y 
spoke about t h e s e s u b j e c t s . Amongst t h e r e m a i n i n g knowing 
p a t i e n t s t h e r e was, however, l i t t l e s u c h e x p l i c i t t a l k . 
But, t h e a n a l y s i s r e v e a l s t h e r e a r e many l e s s d i r e c t 
i n d i c a t o r s t h a t t h e p a t i e n t s d i d i n d e e d r e c o g n i s e what 
was g o i n g on; a s i n P t . l 2 f s a n g r y e x c l a m a t i o n , "He's 
t r e a t i n g me f o r c h r o n i c b r o n c i t i s . What t h e h e l l c a n I do 
i f t h e r e i s s o m e t h i n g e l s e wrong w i t h me!" ( 6 . 4 9 ) : o r 
when V's p a t i e n t s mention t h e p o s s i b i l i t y o f a tumour 
( P t . 0 1 ; 6 . 4 5 ) : o r t h a t t h e r e i s s o m e t h i n g " d r a m a t i c a l l y 
wrong" ( P t . 0 4 ; 6.46) and a l l u d i n g t o t h e s i g n i f i c a n c e o f 
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t r e a t m e n t ( o r l a c k o f i t ) ; o r P t . 2 3 ' s comments ( 6 . 3 2 ) 
about making t h e most o f h e r l i f e . The a c c o u n t s g i v e n 
by t h e s e t e r m i n a l p a t i e n t s conform s u b s t a n t i v e l y t o t h o s e 
g i v e n by t h e i r g.p.s. Thus we f i n d t h a t a l t h o u g h P t.27 
e x p l i c i t l y knows about h e r i l l n e s s she n e v e r t a l k s o v e r t l y 
w i t h Z about i t ( 6 . 4 0 ) . But t h e r e a r e h i n t s t h a t t h i s 
s i t u a t i o n i s not t o t a l l y s a t i s f a c t o r y from h e r p o i n t o f 
v i e w and t h a t Z a v o i d s t h e i s s u e t o some e x t e n t 
u n i l a t e r a l l y . X, on t h e o t h e r hand, i s a " p e r s o n a b l e 
young man", upon whom P t . 1 5 does not impose. Thus t h e 
l a c k o f e x p l i c i t t a l k about t h e i l l n e s a p p e a r s to be b a s e d 
on m u t u a l c o n s e n t ( 6 . 2 5 ) . 
T u r n i n g t o t h e t e r m i n a l l y i l l w i t h o u t knowledge group, we 
found c l e a r s i g n s i n d i c a t i v e o f p a t i e n t s 1 s u s p i c i o n s 
about t h e i r i l l n e s s e s . I n t h e s e c a s e s t h e r e were o f t e n 
r e a s o n s t o b e l i e v e t h a t p a t i e n t s d e n i e d t h e n a t u r e o f t h e 
i l l n e s s o r a t l e a s t were u n w i l l i n g t o e x p l i c i t l y t a l k 
about t h e s u b j e c t . Thus t h e s e p a t i e n t s may have a v o i d e d 
p r e s e n t i n g t h e i r symptoms t o d o c t o r s i n t h e f i r s t p l a c e , 
o r when t h e y d i d s o p u t t i n g t h e i r c o n f i d e n c e ( p e r h a p s 
u n r e a l i s t i c a l l y ) i n t h e m e d i c a l p r o f e s s i o n . Pt.17 i s 
p r o b a b l y more o v e r t l y k n o w l e d g e a b l e and a c c e p t i n g t h a n t h e 
r e s t o f t h i s group, but c l e a r l y X a t t e m p t e d to c o v e r up 
t h e n a t u r e of t h e i l l n e s s from h e r . C e r t a i n l y i t was t h e 
i n t e r v i e w e r ' s i m p r e s s i o n t h a t t h e i n t e r v i e w w i t h Pt.17 was 
p r o b a b l y t h e f r a n k e s t d i s c u s s i o n she had had to d a t e w i t h 
anyone about h e r f e a r s . 
-293-
A l l but one o f t h e c h r o n i c c o n t r o l p a t i e n t s knew e x a c t l y 
what was wrong w i t h them, u n d e r s t o o d t h e i m p l i c a t i o n s and 
were a b l e t o t a l k about i t . The one who d i d not know 
e x a c t l y , l a c k e d t h e s p e c i f i c d i a g n o s t i c l a b e l , but was 
a b l e t o d e s c r i b e t h e b a s i c f e a t u r e s o f t h e d i s e a s e 
p r o c e s s . W h i l s t t h e o t h e r c h r o n i c s d e s c r i b e d t h e i r 
c o n s u l t a t i o n s w i t h t h e g.p. a s p r e d o m i n a n t l y s o c i a l i n 
n a t u r e , s h e saw them as m e d i c a l , p l a c i n g h e r c o n f i d e n c e i n 
t h e d o c t o r s * m e d i c a l s k i l l s . T h i s i s a s one might e x p e c t 
g i v e n t h a t s h e a l o n e amongst t h e c h r o n i c s was r e c e i v i n g 
v i s i b l e and a c t i v e m e d i c a l i n t e r v e n t i o n from h e r g.p.. 
The d e s c r i p t i o n of t h e i n t e r v i e w s p r o f f e r e d h e r e r e f l e c t s 
t h e r e s u l t s o f t h e s t a t i s t i c a l a n a l y s i s f a i r l y f a i t h f u l l y , 
e s p e c i a l l y g i v e n t h e two a n a l y s e s were c a r r i e d out 
i n d e p e n d e n t l y . F o c u s i n g on t h e d e g r e e of p a t i e n t 
knowledge, we f i n d t h a t t h e q u a l i t a t i v e a n a l y s i s maps ont o 
t h e q u a n t i t a t i v e a n a l y s i s p r e s e n t e d i n F i g u r e .5.02 q u i t e 
a c c u r a t e l y . The q u a l i t a t i v e a n a l y s i s s u g g e s t s t h a t t h e 
p a t t e r n i n g r e v e a l e d i n F i g u r e 5.02 may r e f l e c t group 
t r e n d s c o m p r i s i n g o f g.p. and/or g.p. by group 
i n t e r a c t i o n s . But s u c h i n f l u e n c e s on p a t i e n t knowledge 
may be t o o s u b t l e to p i c k up q u a n t i t a t i v e l y i n s u c h a 
s m a l l sample, e s p e c i a l l y s i n c e t h e y would o f t e n be 
v i t i a t e d by o t h e r s o u r c e s o f i n f o r m a t i o n w i t h w h i c h 
p a t i e n t s p a t i e n t s come i n c o n t a c t . 
I n C h a p t e r 7 a number of ways i n w h i c h p a t i e n t s can f i n d 
out e i t h e r by t r y i n g t o d i s c o v e r what i s g o i n g on o r by 
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s i m p l y p i c k i n g s u c h i n f o r m a t i o n up from t h e i r e n v i r o n m e n t 
( b o t h i n t e r n a l and e x t e r n a l ) were i d e n t i f i e d from t h e g.p. 
and p a t i e n t i n t e r v i e w s and p r e s e n t e d i n t h e form o f a 
t y p o l o g y . A c o n t r a s t i n g t y p o l o g y o f t h e ways i n w h i c h 
g.p.s a t t e m p t t o c o n t r o l t h e f l o w o f i n f o r m a t i o n to 
p a t i e n t s was a l s o proposed. On o c c a s i o n t h e g.p. i s 
c o n s c i o u s o f t h e way he e x e r t s c o n t r o l o v e r t h e 
i n f o r m a t i o n f l o w , but t h i s i s not n e c e s s a r i l y t h e c a s e . 
Some ways i n w h i c h g.p.s t a l k about t e r m i n a l i l l n e s s 
a p p e a r t o be r o u t i n e and a r e a l s o n o t e d i n the way t h e 
g.p. t a l k e d t o t h e i n t e r v i e w e r , when pr e s u m a b l y t h e r e was 
no i n t e n t i o n t o c o n c e a l t h e n a t u r e o f t h e i l l n e s s . T h e s e 
ways o f t a l k i n g a r e t h u s p r o b a b l y c l o s e l y a s s o c i a t e d w i t h 
s t y l e s o f d o c t o r i n g ( c . f . C h a p t e r 2) and t h e s o r t s o f 
r e c u r r e n t p a t t e r n s o f e x p e c t a t i o n s and b e h a v i o u r s , w h i c h 
a r e i d e n t i f i e d i n s o c i a l p s y c h o l o g i c a l r e s e a r c h a s 
i n d i c a t i v e o f r o l e s ( c . f . C h a p t e r 3 ) . 
I n o u r d i s c u s s i o n o f t h e s t a t i s t i c a l f i n d i n g s o f p a t i e n t 
i n t e r v i e w s we p o s i t e d t h a t d i f f e r e n c e s between groups may 
be e x p l i c a b l e i n terms o f t h e c o n v e r s a t i o n a l p o t e n t i a l s 
o f f e r e d t o p a t i e n t s by t h e i n t e r v i e w e r . The q u a l i t a t i v e 
a n a l y s i s s u g g e s t s a c o m p a t i b l e e x p l a n a t i o n , but s u g g e s t s a 
s h i f t o f e m p h a s i s t o a c o n s i d e r a t i o n o f t h e r o l e o f 
p a t i e n t s and g.p.s. I n t h i s t h e r o l e complement 
e x p e c t a t i o n s o f i n t e r v i e w e e d i f f e r s t o t h a t o f t h e 
i n t e r v i e w e e qua p a t i e n t , n o t a b l y i n t e r m s o f what t h e 
p a t i e n t / i n t e r v i e w e e b e l i e v e s he o r s h e can r e a s o n a b l y s a y 
w i t h o u t f e a r o f u p s e t t i n g t h e h e a r e r . Thus we f i n d t h a t 
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p a t i e n t s q u i t e o p e n l y t a l k t o t h e i n t e r v i e w e r about 
a s p e c t s o f t h e i r i l l n e s s , w h i c h t h e y do not d i s c u s s w i t h 
t h e i r g.p.s, w h e t h e r o r not t h e y know t h e g.p. t o know o r 
not know. We now p u r s u e t h i s l i n e o f argument f u r t h e r , 
c o n s i d e r i n g f i r s t l y t h e g.p.s' r o l e s i n t h e l i g h t of o u r 
f i n d i n g s so f a r . 
O c c a s i o n a l l y d u r i n g i n t e r v i e w , a l t h o u g h not q u e s t i o n e d 
about t h i s i s s u e , g.p.s s a i d t h i n g s which can be 
i n t e r p r e t e d a s d i r e c t r e f e r e n c e s t o t h e i r c o n c e p t s o f t h e 
r o l e o f d o c t o r d u r i n g t e r m i n a l c a r e . F o r example, Dr.Z 
r e v e a l e d t h a t he c o n s i d e r e d t h a t h i s t a s k may d i f f e r 
c o n s i d e r a b l y from t h a t o f a d o c t o r w o r k i n g i n a h o s p i t a l , 
when d e a l i n g w i t h t e r m i n a l p a t i e n t s . 
"They ( h o s p i t a l ) a r e t r e a t i n g h e r v i g o r o u s l y 
c e r t a i n l y . . . I don't q u i t e know what t h e a t t i t u d e i s 
of t h e r a d i o t h e r a p y department, but t h e y may be a i m i n g 
a t a c u r e , I don't know. But from a g.p. p o i n t o f 
view, we don't s e e k f o r c u r e s . . . we don't a c t i v e l y 
do much t r e a t m e n t you know. They go to h o s p i t a l and 
t h e y g e t r a d i o t h e r a p y and t h e y go to s e e t h e s u r g e o n 
and g e t i t c u t out you know. Em, t h i s i s more o r l e s s 
a h o s p i t a l o r i e n t a t e d t r e a t m e n t r a t h e r t h a n a g.p. 
t r e a t m e n t . We t e n d t o come i n t o t h e p i c t u r e when a l l 
e l s e has f a i l e d you know. The r e a l l y t e r m i n a l l y i l l , 
we t r e a t them a t t h e end, you know t r e a t them a t 
home." 
( D r . Z i i ) 
As we have s e e n , Z has a p o l i c y of not t e l l i n g , u n l e s s 
d i r e c t l y a s k e d and t h a t , f u r t h e r m o r e , he does not d i s c u s s 
t h e i l l n e s s w i t h p a t i e n t s who o v e r t l y know. How does 
t h i s r e l a t e t o h i s n o t i o n of h i s r o l e ? The s t o r y o f h i s 
emb a r r a s s m e n t a s a t r a i n e e f a c e d by a p a t i e n t who t o l d him 
t h e r e was n o t h i n g Z c o u l d do f o r him ( 6 . 6 ) r e v e a l s t h e 
c o n f l i c t Z e x p e r i e n c e s when f a c e d by t e r m i n a l p a t i e n t s . 
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T h a t t h e s t o r y i s r e c a l l e d by Z some 3 d e c a d e s a f t e r i t 
o c c u r e d , i s i n d i c a t i v e o f t h e i m p o r t a n c e o f t h e i n c i d e n t 
t o h i m s e l f and t h e f o r m a t i v e i n f l u e n c e i t had. Z 
r e c o g n i s e s he c a n n o t c u r e , ( u n l i k e t h e r a d i o t h e r a p i s t s ) 
but a l s o t h a t i f he acknowledges i t a s s u c h to p a t i e n t s , 
h i s r o l e o f d o c t o r qua p h y s i c i a n i s l o s t . T h i s would 
go some way i n e x p l a i n i n g why e x p l i c i t s t a t e m e n t s a r e t o 
be a v o i d e d . Y e t when knowledge i s t h e r e but not 
acknowledged, t h e r e s p e c t i v e r o l e s of p h y s i c i a n and 
p a t i e n t a r e n o t o p e n l y t h r e a t e n e d . Whatever t h e m e r i t s 
of t h i s p o l i c y i t i s e a s i e r t o a s s e r t t h a t t h e r e a s o n f o r 
not t e l l i n g i s t h a t i t i s bad f o r t h e p a t i e n t t o know, 
r a t h e r t h a n bad f o r t h e p h y s i c i a n p a t i e n t r e l a t i o n s h i p . 
The p r o blem w i t h t h i s i s , o f c o u r s e , t h a t i t l e a d s t o 
i n c o n s i s t e n c i e s when t h e g.p. r e c o g n i s e s t h a t p a t i e n t s 
o f t e n know. Hence, he does not u n e q u i v o c a l y admit i n 
s p e c i f i c i n s t a n c e s t h a t t h i s i s t h e c a s e , g i v i n g f u r t h e r 
r e a s o n n o t t o a l l o w t h e s u b j e c t t o come up d u r i n g 
c o n s u l t a t i o n s . 
V*s p o l i c y i s v e r y s i m i l a r t o Z's and a g a i n we f i n d 
e x p r e s s i o n o f a m b i g u i t y a s t o how much p a t i e n t s know and 
what t o do. X i s i n some ways s i m i l a r t o t h e s e two, but 
i n o t h e r s q u i t e d i f f e r e n t . F o r him t h e solemn 
announcement o f impending d e a t h i s a s much out o f p l a c e a s 
f o r V and Z, but he does not i m p l y t h a t knowledge on t h e 
p a t i e n t ' s p a r t may a c t u a l l y be h a r m f u l . X forms an 
a c t i v e , f r i e n d l y and . l o v i a l r e l a t i o n s h i p w i t h h i s t e r m i n a l 
p a t i e n t s , but s t i l l p r e f e r s n o t t o t e l l them when t h e y a r e 
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d y i n g , o r e x p l i c i t l y acknowledge t h e f a c t even when t h e 
p a t i e n t knows. I t seems t h a t X i s a l s o s t r u g g l i n g t o 
m a i n t a i n h i s r o l e a s a p h y s i c i a n by suc h a v o i d a n c e , 
a l t h o u g h h i s s t y l e and t h e demands o f h i s v e r s i o n d i f f e r 
from t h o s e o f V and Z. He e s p o u s e s a b e l i e f i n an 
i n f o r m a l p r o f e s s i o n a l s t y l e a t a l l t i m e s , but t h e r e i s 
e v i d e n c e t h a t he becomes even l e s s f o r m a l and more l i k e a 
c h e e r f u l f r i e n d t han a d o c t o r when h i s p a t i e n t s a r e d y i n g . 
I n t h e i n t e r v i e w w i t h P t . 1 5 t h e w i f e commented on how 
f r i e n d l y X had become s a y i n g , " I t ' s B i l l now", r e f e r r i n g 
t o X's u s e o f t h e p a t i e n t ' s f i r s t name. I n t h i s r o l e t h e 
g.p. does have more t o o f f e r t h a n j u s t p a i n r e l i e f , but i t 
i s not c o m p a t i b l e w i t h acknowledgement o f impending 
d e a t h and p r i v a t e t h o u g h t s a r e taboo i n t h e r e l a x e d , 
l i g h t h e a r t e d r e l a t i o n s h i p , a s t h e p a t i e n t r e c o g n i s e s . But 
even i f on t h e s u r f a c e r e l a t i o n s h i p s a r e r e l a x e d , 
t e n s i o n s s t i l l s u b s i s t a s r e v e a l e d by t h e o u t b u r s t o f 
a n g e r and c o n f u s i o n of a n o t h e r o f h i s p a t i e n t s ( 6 . 4 9 ) . 
T h i s i s h a r d l y s u r p r i s i n g g i v e n t h e g r a v e n a t u r e o f t h e 
problems f o r both g.p. and p a t i e n t ( r e c a l l i n g F r e u d i a n 
f o r m u l a t i o n s o f t h e r e l a t i o n s h i p between humour and t h e 
r e p r e s s e d ) . On a t h e o r e t i c a l l e v e l t h i s p o i n t s t o t h e 
e x i s t e n c e o f some form o f r o l e s t r a i n ( a m b i g u i t y , 
c o n f l i c t , d i s c o n t i n u i t y , o v e r l o a d e t c . ) . One way o f 
l o o k i n g a t X's f r i e n d l y r o l e i s t o s e e i t a s an a t t e m p t a t 
r o l e i n n o v a t i o n by u s e o f r o l e e x t e n t i o n ( B r i m , 1958, 
1 9 6 0 ) . Thus t h e a c t o r i s i n c l i n e d t o u s e b e h a v i o u r l e a r n t 
from o t h e r r o l e s i n t h e p r e s e n t r o l e , s i n c e "we do n o t s e t 
UP l o c k e d compartments and f o r g e t a l l o t h e r r o l e s when we 
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a r e p l a y i n g 
e s p e c i a l l y 
p r o b l e m a t i c . 
a p a r t i c u l a r one" 
when t h e r o l e i n 
( H e i s s , 1 9 8 1 : 
q u e s t i o n i s 
p.11U ) , 
p r o v i n g 
W on t h e o t h e r hand i s more c r i t i c a l of the v a l u e of t h e 
t r a d i t i o n a l p h y s i c i a n r o l e and hence i t i s s u g g e s t e d more 
a b l e t o g i v e i t up, o r p e r h a p s more c o r r e c t l y , t o 
c o h e r e n t l y m odify i t to f i t t h e c i r c u m s t a n c e s . 
" D o c t o r s p r e s e r v e l i f e , I'm not c o n v i n c e d t h a t we 
s h o u l d . I want to c o n s e r v e t h e p r o c e s s of l i v i n g , 
r a t h e r t h a n t h e outcome. But sometimes i t comes o v e r 
w r o n g l y , i f you s e e . To s a y i t e x p l i c i t l y , 
( t r a d i t i o n a l l y it's a. m a t t e r ) o f c o n s e r v i n g t h e method 
o f t h e d o c t o r who t r e a t s , who c u r e s . " 
( D r . W i i ) 
What i s more he e x p l i c i t l y c o n n e c t s t h e n a t u r e of t h e r o l e 
p l a y e d w i t h t h e c o m m u n i c a t i v e competence of t h e p l a y e r 
when d e a l i n g w i t h d y i n g p a t i e n t s . 
"A s u r g e o n . . . w i l l n e v e r t e l l , o r v e r y r a r e l y w i l l 
t e l l t h e p a t i e n t t h e y a r e not g o i n g t o s u c c e e d , t h e y 
a r e g o i n g t o d i e . They f i n d i t v e r y v e r y d i f f i c u l t , 
b e c a u s e t h e sur g e o n , w e l l h e ' s a c u t t e r . He's a 
t e c h n i c i a n and t o admit t o f a i l e d t e c h n o l o g y i s . i s 
t e r r i f y i n g , o r seems to be. And t h e y a r e v e r y bad a t 
t e l l i n g , p a r t i c u l a r l y t h e o l d e r o n e s . " 
( D r . W i i ) 
One way i n w h i c h a g.p. can t a l k about impending d e a t h 
w i t h o u t t h r e a t t o h i s m e d i c a l r o l e , i s by e x p a n d i n g t h e 
r o l e t o i n c l u d e c o u n s e l l i n g . W has t r a i n e d a s a 
c o u n s e l l e r and f o r him f a c i n g d e a t h i s a p a t i e n t ' s p r o b l e m 
l i k e any o t h e r and c a p a b l e o f s o l u t i o n . Thus he e x p r e s s e s 
none o f t h e u n e a s i n e s s o f t h e o t h e r g.p.s, but welcomes 
t h e c h a l l e n g e t o h i s c o u n s e l l i n g s k i l l s . The 
p s y c h o l o g i c a l p roblems o f t h e t e r m i n a l l y i l l have been 
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a s s i m i l a t e d i n t o W's normal p r a c t i c e , and i t i s 
s i g n i f i c a n t t h a t he speaks of them using: a t e c h n i c a l 
language not used by the other g.p.s. T e l l i n g p a t i e n t s i s 
thus a matter of course as p a r t of an approach towards the 
s o l u t i o n of t h e i r problems. Whatever the m e r i t s of t h i s 
approach from the p a t i e n t s ' viewpoint i t appears to be a 
most s a t i s f a c t o r y s o l u t i o n from t h a t of the g.p., at l e a s t 
i n a p r a c t i c e l i k e W's with a high proportion of middle 
c l a s s p a t i e n t s . 
We p o s i t , then, t h a t the g.p.s are t r y i n g to d e a l w i t h a 
d i f f i c u l t human problem, whil e r e t a i n i n g the t r a d i t i o n a l 
r o l e as h e a l e r w i t h i n the d o c t o r - p a t i e n t r e l a t i o n s h i p . 
The avowed purpose of the r o l e i s to b r i n g comfort by 
c u r i n g i l l n e s s , and t h i s i s expected by p a t i e n t s . But 
news of impending death i s s m a l l comfort and a d e n i a l of 
cure, so the t r a d i t i o n a l r o l e l o s e s i t s purpose, except to 
reduce pain, or to keep a l i v e the hope of cure, however 
s m a l l . T h i s h y p o t h e s i s w i l l be c e n t r a l to our a n a l y s i s of 
g.p. i n t e r v i e w s i n our f u r t h e r s t u d i e s . But what of 
the p a t i e n t s ? I t i s p o s s i b l e t h a t the a r t i c u l a t e and 
e x p l i c i t acknowledgement of W's p a t i e n t s c o n c e a l s an 
a n x i e t y t h a t would be b e t t e r o f f i n the open; w h i l e the 
l a c k of e x p l i c i t acknowledgement between X and h i s 
p a t i e n t s may f a c i l i t a t e an i r o n i c detachment. However, 
none of the d a t a we have c o l l e c t e d i s capable of c a s t i n g 
l i g h t on t h i s s u b j e c t . 
The s t a t u s of the p a t i e n t s ' r o l e s i s a l s o u n c l e a r and we 
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can only point to ge n e r a l p r i n c i p l e s . For the p a t i e n t s 
t h a t e x p l i c i t l y know t h a t they have t e r m i n a l i l l n e s s e s the 
dying r o l e f o r m u l a t i o n p o s i t e d by Noyes and Clancy (1977) 
i s probably a p p r o p r i a t e . Thus we f i n d t h at these p a t i e n t s 
have had w i l l s drawn up and s t a r t e d to make arrangements 
to pass on t h e i r s o c i a l r e s p o n s i b i l i t i e s to o t h e r s . The 
c h r o n i c p a t i e n t s on the ot h e r hand seem to f i t the s i c k 
r o l e f o r m u l a t i o n s as modified f o r c h r o n i c i l l n e s s , ( c . f . 
Chapter 3) l e a r n i n g to l i v e w i t h the r e s t r i c t i o n s 
imposed on t h e i r former l i f e s t y l e s with v a r y i n g 
degrees of s u c c e s s . The t e r m i n a l l y i l l p a t i e n t s who do 
not e x p l i c i t l y know, are a more problematic group. Some 
c l e a r l y s t i l l f i t the s i c k r o l e f o r m u l a t i o n , a w a i t i n g 
treatment to be e f f e c t i v e and engendering a r e t u r n to 
h e a l t h . T h i s i s probably t r u e s t of Pt.26, who appears to 
be t o t a l l y n a i v e as to the d i a g n o s i s . But ot h e r s appear 
to be l e s s w e l l s i t u a t e d i n the s i c k r o l e . For them i t 
appears t h a t although they hang on to the s i c k r o l e t h e r e 
i s a r e c o g n i t i o n t h a t i t i s not t o t a l l y a p propriate, and 
anger, f r u s t r a t i o n , confusion, or t e a r s appear (e.g. 
Pt.06, P t . 1 2 ) . How t h i s i s to be r e s o l v e d i s by no means 
c l e a r . But one t h i n g t h a t i s c l e a r about a l l of t h e s e 
p a t i e n t r o l e s i s the absence of ov e r t c o n f l i c t t h a t e x i s t s 
between the doctor and p a t i e n t . The r o l e s , as d e s c r i b e d 
by Parsons, a r e d e f i n e d by the a u t h o r i t y of the p h y s i c i a n , 
a point t h a t i s not contended i n the r e f o r m u l a t i o n s we 
have considered. P a t i e n t s seem to accept the r o l e s 
a l l o c a t e d of them by t h a t a u t h o r i t y and none of the 
knowing p a t i e n t s i n s i s t on t a l k i n g to a g.p., who does not 
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f i r s t b r i n e up the s u b j e c t . But p a t i e n t s do come to 
know they a r e dying: and t h i s does not n e c e s s a r i l y 
undermine the g.p.'s a u t h o r i t y , even i f i t does a l t e r the 
r o l e r e l a t i o n s h i p between them. 
The main f a c t o r t h a t makes i t i m p o s s i b l e to e v a l u a t e the 
e f f e c t s of knowledge on our p a t i e n t s and t h e i r r o l e 
r e l a t i o n s h i p w i t h t h e i r g.p.s i s the p o s s i b i l i t y t h a t 
d i f f e r e n t p a t i e n t s are a t d i f f e r e n t s t a g e s of t h e i r 
i l l n e s s e s . Thus w h i l s t one p a t i e n t died w i t h i n 3 days of 
i n t e r v i e w o t h e r s were s t i l l a l i v e a t 6 month fo l l o w up. 
What i s more g.p.s* responses to q uestions i n the 
follow-up q u e s t i o n n a i r e made i t c l e a r t h a t w h i l s t some 
p a t i e n t s had become more cognisant of t h e i r i l l n e s s e s , 
o t h e r s had not, but t h e r e was no c l e a r l y d i s c e r n a b l e 
p a t t e r n to t h i s . However, the design of f u r t h e r s t u d i e s 
was such as to i n v e s t i g a t e the f a c t o r of change over time. 
We thus t u r n now to c o n s i d e r the design of f u r t h e r 
s t u d i e s . 
Changes i n B a s i c Design of Study 
Although the r e s u l t s of study 1 g i v e us a g e n e r a l 
I n d i c a t i o n of the way i n which g.p.s and t e r m i n a l 
p a t i e n t s ^ i n t e r a c t , the design was unable to take i n t o 
account f a c t o r s a s s o c i a t e d w i t h the stage of the p a t i e n t ' s 
i l l n e s s . S p e c i f i c a l l y the methods of c o n t r o l l i n g 
i n f o r m a t i o n flow d e s c r i b e d may w e l l be a s s o c i a t e d w i t h 
d i f f e r e n t p e r i o d s of an i l l n e s s . Thus, w h i l e d e n i a l 
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a s s o c i a t e d w i t h r e a s s u r a n c e may be a u s e f u l way f o r a g.p. 
to handle a p a t i e n t e a r l y d u r i n g t e r m i n a l i l l n e s s , i t may 
be of l i t t l e use towards the end of the i l l n e s s . Another 
important p o i n t i s t h a t the sample s i z e of the p r e v i o u s 
study was s m a l l and needs to be extended i f v a l i d 
g e n e r a l i s a t i o n s are to be made. The approachs to 
t e r m i n a l p a t i e n t s i d e n t i f i e d i n the previous s e t of g.p.s 
may be h i g h l y s p e c i f i c to these four, or they may 
r e p r e s e n t more widespread ways i n which g.p.s d e a l w i t h 
communication wi t h t e r m i n a l p a t i e n t s . There may a l s o be 
o t h e r ways of communicating, which we have not i d e n t i f i e d 
i n t h i s s e t of i n t e r v i e w s ? Another important p o i n t 
r e l a t e s to the v a l i d i t y of the i n t e r v i e w data a l r e a d y 
c o l l e c t e d and such data to be c o l l e c t e d i n f u t u r e . That 
i s how do the accounts of behaviour i n c o n s u l t a t i o n s 
between g.p.s and t e r m i n a l p a t i e n t s match up to a c t u a l 
o b s e r v a b l e behaviour? The s t u d i e s to be considered i n 
the second h a l f of t h i s t h e s i s were designed to 
address these problems. The e x p l i c i t o b j e c t i v e s were 
formulated f o r our a p p l i c a t i o n s to e t h i c a l committees f o r 
p e r m i s s i o n to c a r r y out these s t u d i e s . These p r o t o c o l s 
a r e reproduced i n Appendix 3-
Design of s t u d i e s 
Two p a r a l l e l and complementary s t u d i e s were c a r r i e d out 
which were based on the core methodology d e s c r i b e d i n 
Chapter 4, modified to s u i t the new d e s i g n s . 
Study 2 A group of randomly s e l e c t e d g.p.s were 
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i n t e r v i e w e d on the way they t r e a t e d t e r m i n a l l y i l l 
p a t i e n t s , u s i n g a s e m i - s t r u c t u r e d i n t e r v i e w schedule. 
T h i s schedule was a m o d i f i c a t i o n of the one used i n 
i n t e r v i e w 1 of the pr e v i o u s study, r e t a i n i n g the same 
b a s i c s t r u c t u r e but r e p h r a s i n g c e r t a i n questions, dropping 
o t h e r s t h a t had proved to be redundant and i n t r o d u c i n g new 
ones as a p p r o p r i a t e . Again i n t e r v i e w s were 
audio-recorded f o r verbatim t r a n s c r i p t i o n . G.p.s were 
then requested to a l l o c a t e a l l newly t e r m i n a l p a t i e n t s 
who came to t h e i r n o t i c e over a pe r i o d of 3 months from 
the day of the i n t e r v i e w . S i n c e on average a g.p. s e e s 5 
t e r m i n a l p a t i e n t s each y e a r ( G a m b r i l l , 1973). t h i s 3 month 
a l l o c a t i o n "window" should r e s u l t i n g.p.s a l l o c a t i n g a 
mean of 1.25 t e r m i n a l p a t i e n t s each. At the time of 
a l l o c a t i n g the t e r m i n a l p a t i e n t the g.p. was a l s o r e q u i r e d 
t o a l l o c a t e d a c h r o n i c c o n t r o l p a t i e n t matched f o r age, 
sex, socio-economic s t a t u s and s i t e and s e v e r i t y of 
symptoms. C l e a r l y such matching could not be ri g o u r o u s 
but should attempt to be as complete as p o s s i b l e . The 
example of p a t i e n t matching used f o r the previous study 
was again given to g.p.s when d e s c r i b i n g matching i n t h i s 
study. 
Each p a t i e n t would then be i n t e r v i e w e d " b l i n d " u s i n g a 
modified i n t e r v i e w schedule (Appendix 3) and S.T.A.I, 
a d m i n i s t e r e d . P a t i e n t s would then be followed up f o r a 6 
month pe r i o d from i n i t i a l * i n t e r v i e w or u n t i l such time as 
i n t e r v i e w i n g was no longer p o s s i b l e ( i . e . p a t i e n t was 
admitted to h o s p i t a l , died, or withdrew from the s t u d y ) . 
-304-
T h i s f o l l o w up c o n s i s t e d of two a s p e c t s . F i r s t , p a t i e n t s 
would be r e i n t e r v i e w e d a t 2 monthly i n t e r v a l s . These 
i n t e r v i e w s would c o n s i s t of r e a d m i n i s t r a t i o n of S.T.A.I., 
p r o f f e r i n g of a resume of the previous i n t e r v i e w f o r 
n e g o t i a t i o n of meaning (Harre and Secord, 1976) and 
i n t e r v i e w f o l l o w i n g the schedule and f o c u s i n g on any 
changes s i n c e l a s t i n t e r v i e w . The second aspect was an 
attempt to monitor c o n s u l t a t i o n s between g.p. and p a t i e n t 
d u r i n g the p e r i o d of study by use of c o n s u l t a t i o n 
q u e s t i o n n a i r e s to be f i l l e d i n by g.p. and p a t i e n t a f t e r 
each c o n s u l t a t i o n . However, as only one g.p. completed 
t h i s study and s u c c e s s f u l l y recorded c o n s u l t a t i o n s the 
r e s u l t s a r e not reported i n t h i s t h e s i s . I n f o r m a l 
a n a l y s i s of video-tapes f a i l e d to f a l i s f y the a n a l y s i s 
p r e sented i n subsequent c h a p t e r s . 
A f t e r completion of each s e r i e s of p a t i e n t i n t e r v i e w s , the 
g.p. was again i n t e r v i e w e d and p a t i e n t case h i s t o r i e s 
c o l l e c t e d . As i n study 1 a s p e c t s of the communicative 
r e l a t i o n s h i p between g.p. and each p a t i e n t were 
i n v e s t i g a t e d d u r i n g t h i s i n t e r v i e w . 
Study a* Two g.p. v o l u n t e e r s took p a r t i n t h i s study. 
The design was i d e n t i c a l to study 2, except t h a t i n 
a d d i t i o n to the p r e v i o u s l y d e s c r i b e d procedures t h e s e two 
g.p.s were re q u e s t e d to video r e c o r d a l l c o n s u l t a t i o n s 
t h a t took p l a c e w i t h study p a t i e n t s i n the surgery. Thus 
as w e l l as g.p. and p a t i e n t accounts of c o n s u l t a t i o n s , and 
c o n s u l t a t i o n q u e s t i o n n a i r e responses, we were a b l e to 
c o l l e c t a b e h a v i o u r a l r e c o r d of the c o n s u l t a t i o n s . 
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S i m i l a r procedures to those d e s c r i b e d f o r study 1 were 
adopted to p r o t e c t p a t i e n t c o n f i d e n t i a l i t y and to ensure 
t h a t p a t i e n t s gave informed consent without c o e r c i o n f o r 
both of these s t u d i e s . 
Performance of Study 2 
A number of unforeseen problems aro s e i n the performance 
of these s t u d i e s and these w i l l be b r i e f l y d e a l t with 
here, 
( i ) E t h i c a l committee pe r m i s s i o n . As with the f i r s t 
study p e r m i s s i o n to undertake these s t u d i e s was r e q u i r e d 
from L o c a l H e a l t h A u t h o r i t y e t h i c a l committees. However, 
at the time such permission was being sought the Health 
S e r v i c e s Act: 1980, (H.M.G., 1980) was being implemented. 
T h i s removed the Area (A.H.A) t i e r of the N.H.S. 
h i e r a r c h y , which had p r e v i o u s l y been r e s p o n s i b l e f o r 
gr a n t i n g such permission, d e v o l v i n g r e s p o n s i b i l i t y to 
D i s t r i c t H e a l t h A u t h o r i t i e s . Durham A.H.A. thus d e c l i n e d 
to g i v e p e r m i s s i o n f o r the s t u d i e s and D.H.A.s had to be 
approached. The D.H.A.s took some time to appoint s t a f f 
and committees and to s e t up the n e c e s s a r y i n f r a s t r u c t u r e 
f o r p r o c e s s i n g e t h i c a l a p p l i c a t i o n s . T h i s r e s u l t e d i n a 
9 month d e l a y before approval was f i n a l l y obtained from 3 
of the U r e l e v e n t D.H.A e t h i c a l committees. 
( i i ) P a t i e n t a l l o c a t i o n . The cooperation of a sample of 
g.p.s was secured, however t h i s sample f a i l e d to a l l o c a t e 
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p a t i e n t s t o t h e s t u d y a t t h e r a t e o r i n t h e q u a n t i t i e s 
a n t i c i p a t e d . G.p. r e f u s a l t o t a k e p a r t i n t h e s t u d y and 
t h e p a t i e n t a l l o c a t i o n r a t e s of t h o s e who d i d a r e d e a l t 
w i t h i n C h a p t e r 9. However, t h e upshot o f t h i s was 
t h a t i t p r o v e d i m p o s s i b l e t o o b t a i n a l a r g e enough sample 
of p a t i e n t s t o f u l f i l t h e o r i g i n a l r e s e a r c h d e s i g n ' s g o a l s 
and s u b j e c t p a t i e n t i n t e r v i e w d a t a t o s t a t i s t i c a l 
a n a l y s i s . Thus p a t i e n t i n t e r v i e w s a r e used p u r e l y f o r 
q u a l i t a t i v e a n a l y s i s t o augment t h e a n a l y s i s o f g.p. 
i n t e r v i e w s . Thus t h e main body o f d a t a t o be r e p o r t e d 
from t h i s s t u d y d e r i v e s from t h e s e r i e s o f i n t e r v i e w s 
c o n d u c t e d w i t h g.p.s and i t i s to t h i s t h a t we now t u r n . 
The f o l l o w i n g c h a p t e r r e p o r t s t h e r e s u l t s o f t h e 
q u a n t i t a t i v e a n a l y s i s o f g.p. i n t e r v i e w s and C h a p t e r 10 
t h e q u a l i t a t i v e a n a l y s i s . 
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CHAPTER 9 
Q u a n t i t a t i v e a n a l y s i s o f s t u d y 2 g.p. i n t e r v i e w s . 
I n t h i s c h a p t e r we r e p o r t the s t a t i s t i c a l a n a l y s i s of 
i n t e r v i e w s c a r r i e d out i n Study 2, commencing w i t h 
c o n s i d e r a t i o n of the s e l e c t i o n of g.p.s, and thereby the 
r e p r e s e n t a t i v e n e s s of the sample to the more g e n e r a l 
population of g.p.s and t h e i r p a t i e n t s . The second s e c t i o n 
p r e s e n t s the a n a l y s i s of the r e l i a b i l i t y of the g.p. 
i n t e r v i e w content a n a l y s i s coding, s p e c i f i c a l l y 
r e p o r t i n g i n t e r c o d e r and t e s t - r e t e s t r e l i a b i l i t i e s f o r the 
content a n a l y s i s . The subsequent a n a l y s i s of the 
i n t e r v i e w d a t a presented i n s e c t i o n three then f o c u s e s 
on an examination of the f a c t o r s which a r e i n v o l v e d i n , 
and perhaps i n f l u e n c e , g.p.s reported communicative 
behaviour when faced with t e r m i n a l l y i l l p a t i e n t s . 
S e l e c t i o n of G.p.s 
G.p.s were randomly s e l e c t e d from the l i s t of those 
r e g i s t e r e d w i t h the Durham Family P r a c t i t i o n e r Committee 
(Durham F.P.C., 1980) and p r a c t i c i n g medicine i n the 3 
D i s t r i c t H e a l t h A u t h o r i t y a r e a s from which e t h i c a l 
approval of the study had been obtained. The g.p.s were 
i n i t i a l l y c o n tacted u s i n g a standard p e r s o n a l i s e d 
l e t t e r of i n t r o d u c t i o n (Appendix 3 ) . 
R e f u s a l r a t e : I n order to o b t a i n a sample of 20 g.p.s, 
l e t t e r s were s e n t to &Q g.p.s; a r e f u s a l r a t e of 50%. 
The most common reason f o r d e c l i n i n g to take p a r t i n the 
study p r o f f e r e d by the 20 g.p.s who r e f u s e d was t h a t he 
or she was "too busy" (9 c a s e s ) . However, k g.p.s s a i d 
they were w o r r i e d about the r e s e a r c h " u p s e t t i n g 
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p a t i e n t s " , 3 r e f u s e d without e x p l a n a t i o n , and 2 d e c l i n e d 
s i n c e they were due to r e t i r e during the study p e r i o d . 
One of the remaining two r e f u s e d s a y i n g that he thought 
" r e s e a r c h of t h i s s o r t should be done by a medic", w h i l s t 
the other ( a j u n i o r p a r t n e r ) i n i t i a l l y consented to take 
p a r t , but then d e c l i n e d , r e p o r t e d l y at the behest of 
h i s s e n i o r p a r t n e r s . 
I n order to check f o r d i f f e r e n c e s between g.p.s who 
r e f u s e d and those who consented to take part i n t h i s 
study, the e n t r y i n the G.M.C. r e g i s t e r (General Medical 
C o u n c i l , 1981) f o r each doctor was consulted and the date 
of q u a l i f y i n g to p r a c t i c e medicine thereby obtained. The 
group of 20 g.p.s who p a r t i c i p a t e d i n the study had been 
q u a l i f i e d f o r a mean of 15.6 y e a r s ( s . e . 2.3), whereas 
those who r e f u s e d had been q u a l i f i e d f o r a mean of 25.1 
y e a r s ( s . e . 2.2); a d i f f e r e n c e which i s s t a t i s t i c a l l y 
s i g n i f i c a n t (t=2.886, d.f.=38, p<0.01, 2 t a i l e d t e s t ) . 
T h i s d i f f e r e n c e i n the number of y e a r s each group has 
p r a c t i c e d medicine probably r e f l e c t s an age d i f f e r e n c e 
between the two groups. Age data however are not 
r e a d i l y a v a i l a b l e f o r the r e f u s i n g group, but i n the c a s e 
of the p a r t i c i p a t i n g group t h e r e was a high c o r r e l a t i o n 
between age and number of y e a r s q u a l i f i e d (Pearson's 
r=0.95). T h i s lends support to the hypothesis t h a t age 
was an important v a r i a b l e i n d e c i d i n g to take p a r t i n the 
study, as does the f a c t t h a t 2 of those who r e f u s e d , 
d e c l i n e d , r e p o r t i n g t h a t they were approaching r e t i r e m e n t . 
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The s t u d y sample t h u s c o m p r i s e d o f 20 v o l u n t e e r s who had 
been randomly s e l e c t e d from t h e p o p u l a t i o n of g.p.s 
p r a c t i c i n g w i t h i n 3 D.H.A. a r e a s . I n a d d i t i o n t o t h e s e 
20 g.p.s, t h e r e were two g.p.s who were t a k i n g p a r t i n a 
v i d e o / a u d i o r e c o r d i n g o f c o n s u l t a t i o n s s t u d y ; S t u d y 2a 
end f>fj)4. 3** 
( s e e Appendix 3^ ) . Thus 22 g.p.s i n a l l were i n t e r v i e w e d . 
The group o f 22 g.p.s had a mean age of U0.6 y e a r s ( s . e . 
1.9) and had q u a l i f i e d t o p r a c t i c e m e d i c i n e a mean of 
16.4 y e a r s p r e v i o u s l y ( s . e . 2.2). The p e r s o n a l 
i n f o r m a t i o n s u p p l i e d by i n d i v i d u a l g.p.s was chec k e d f o r 
a c c u r a c y a g a i n s t t h a t p u b l i s h e d by t h e F.P.C. and 
G.M.C.. A l l p e r s o n a l r e s p o n s e s conformed s u b s t a n t i a l l y 
t o t h e s e o f f i c i a l s o u r c e s , t h e o n l y d i f f e r e n c e b e i n g a 
t e n d e n c y t o round up/down t h e number of p a t i e n t s 
r e g i s t e r e d w i t h t h e p r a c t i c e a s r e p o r t e d v e r b a l l y . 
T a b l e 9.01 below p r e s e n t s i n f o r m a t i o n about t h e g.p.s, 
d e r i v e d from t h e i n t e r v i e w s . Dr.03 and Dr.11 a r e t h e two 
f e m a l e s i n c l u d e d i n t h i s sample, w h i l s t Dr.05 and Dr.08 
a r e t h e two v i d e o s t u d y g.p.s. Seven o f t h e sample 
worked i n p a r t n e r s h i p s based i n L.H.A. h e a l t h c e n t r e s , 
and 15 i n p r i v a t e l y owned p r a c t i c e accomodation. A l l 
e x c e p t Dr.21 saw p a t i e n t s i n t h e s u r g e r y on an appointment 
s y s t e m . The g.p sample i s t h u s s i m i l a r t o t h e n a t i o n a l 
norm and even more c l o s e l y r e s e m b l e s t h e r e g i o n a l norm 
f o r t h e s e g e n e r a l c h a r a c t e r i s t i c s (C.S.O., 1983b). 
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T a b l e 9.01 
The g.p. sample; Age, y e a r s s i n c e q u a l i f i c a t i o n , y e a r s 
a t p r e s e n t p r a c t i c e , number of f u l l - t i m e p r i n c i p a l s i n 
p a r t n e r s h i p • membership of the R.C. G. P. and number o f 
p a t i e n t s p e r d o c t o r r e g i s t e r e d w i t h t h e p r a c t i c e 
( p a r t - t i m e r s = h a l f ) • 
•octor Age Y e a r s Y e a r s a t Number of Member No o f 
o. Q u a l - p r e s e n t f u l l time R o y a l p a t i e n t s 
i f i e d p r a c t i c e p r i n c i p a l s C o l l e g e p e r Dr. 
G. P . ? xlOOO 
01 34 11 6 5 Y 2.4 
02 54 32 29 2 N 2. 0 
03 38 15 3 4 N 2. 25 
04 37 15 8 4 N 2. 5 
05 46 24 18 6 Y 2.4 
06 65 43 35 3 N 2.7 
07 34 11 6 3 Y 2. 0 
08 47 25 14 2 Y 1. 75 
09 54 32 27 8 N 3. 0 
10 36 11 1 6 N 2.3 
11 52 29 16 2 N 2. 25 
12 31 8 3 5 Y 2. 2 
13 39 6 4 5 Y 2. 5 
14 34 11 6 5 Y 3. 1 
15 43 20 12 6 N 2.6 
16 34 11 7 4 Y 2. 0 
17 39 6 2 4 N 2. 125 
18 38 11 3 5 N 2. 5 
19 31 8 3 7 Y 1.75 
20 38 13 3 3 N 2.3 
21 39 12 4 1 Y 1.3 
22 30 7 5 4 N 3. 0 
I n t e r c o d e r and T e s t - R e t e s t R e l i a b i l i t y of C o n t e n t A n a l y s i s 
To p e r m i t t h e c a l c u l a t i o n o f r e l i a b i l i t y s t a t i s t i c s a l l 
i n t e r v i e w s were c o n t e n t a n a l y s e d by t h e r e s e a r c h e r 
and a t l e a s t one o t h e r i n d e p e n d e n t c o d e r u s i n g t h e 
c o n t e n t a n a l y s i s s c h e d u l e d e s c r i b e d i n Appendix 2. Coder 
1 ( C J T ) coded a l l i n t e r v i e w s i n a random o r d e r and r e c o d e d 
25% o f i n t e r v i e w s s e l e c t e d a t random 3 months l a t e r 
( c o d i n g l a ) . I n d e p e n d e n t c o d i n g o f i n t e r v i e w s was 
c a r r i e d out by 7 c o d e r s on one c o m p l e t e s e t of i n t e r v i e w 
t r a n s c r i p t s a l l o c a t e d i n random groups o f 3 i n t e r v i e w s 
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and i n 1 c a s e k i n t e r v i e w s ( c o d i n g 2 ) . A l l c o d e r s 
c o m p l e t e d c o d i n g o f one p r a c t i c e t r a n s c r i p t , w h i c h was 
d i s c a r d e d , b e f o r e commmencing c o d i n g of t h e i r a l l o c a t e d 
i n t e r v i e w s i n a p r e a s s i g n e d random sequence. 2 5 % of 
i n t e r v i e w s s e l e c t e d a t random were r e c o d e d by t h e same 
c o d e r 3+ months a f t e r t h e o r i g i n a l c o d i n g ( c o d i n g 2 a ) . 
55% o f i n t e r v i e w s were c o n t e n t a n a l y s e d by a n o t h e r s e t 
o f k i n d e p e n d a n t c o d e r s u s i n g t h e same p r o c e d u r e 
( c o d i n g s 3 & 3 a ) . I n t e r c o d e r and t e s t - r e t e s t mean Kappa 
(Cohen, 1960) v a l u e s a r e r e p o r t e d f o r t h e c o n t e n t 
a n a l y s i s c o d i n g s i n T a b l e 9.02 below. 
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Table 9.02 
R e l i a b i l i t y of content a n a l y s i s of g.p. i n t e r v i e w s : Mean 
Kappa v a l u e s of the i n t e r c o d e r and t e s t - r e t e s t comparisons 
c a r r i e d out. 
T r a n s c r i p t codings compared 
G. P. I n t e r c o d e r comparisons T e s t - r e t e s t comparisons 
Number l v s 2 l v s 3 2vs3 l v s l a 2vs2a 3vs3a 
01 0. 76 0. 73 0. 66 - - 0. 70 
02 0. 71 - - — — — 
03 0. 61 0. 67 0. 69 0. 76 - -
04 0. 51 - - - - -
05 0. 57 - - - - — 
06 0. 70 0. 75 0. 68 0. 79 - — 
07 0. 59 0. 66 0. 60 - - 0. 68 
08 0. 65 0. 83 0. 69 - - -
09 0. 63 - - - _ -
10 0. 68 0. 75 0. 69 - - -
11 0. 58 - - - 0. 77 -
12 0. 62 0. 70 0. 68 - - -
13 0. 69 0. 67 0. 66 - -
14 0. 68 - - 0. 75 - -
15 0. 66 0. 73 0. 68 0. 84 - -
16 0. 79 - - 0. 84 - -
17 0. 64 0.64 0. 60 - 0. 70 -
18 0. 75 0. 70 0. 66 - 0. 72 -
19 0. 65 - - - - -
20 0. 72 0. 70 0. 69 - - -
21 0. 61 - - 0. 69 0. 74 -
22 0.66 - - - - -
TOTAL MEAN 
KAPPA 0. 67 0. 71 0. 67 0. 78 0.73 0. 69 
These v a l u e s of Kappa i n d i c a t e a reasonable l e v e l of both 
i n t e r c o d e r and t e s t - r e t e s t r e l i a b i l i t y . I n s p e c t i o n of 
the category v a l u e s of Kappa from which the means were 
c a l c u l a t e d , r e v e a l s the lower v a l u e s (<0.60) to be the 
product of l a c k of t o t a l agreement between coders r a t h e r 
than disagreement. As wit h the r e s u l t s of the p a t i e n t 
i n t e r v i e w s content a n a l y s i s r e p orted i n Chapter 5» a 
weighted Kappa ( L i g h t , 1971; F l e i s s , 1971,1973) would 
take i n t o account t h i s s o r t of c l o s e but not p e r f e c t 
agreement. However, f o r the same reasons as expressed i n 
-313-
o u r p a t i e n t i n t e r v i e w c o n t e n t a n a l y s i s ( C h a p t e r 5 ) , t h e 
use o f s u c h w e i g h t s was p r e c l u d e d by t h e n a t u r e of t h e 
c o d i n g scheme. Be t h a t a s i t may, t h e o b t a i n e d v a l u e s of 
Kappa a r e i f a n y t h i n g c o n s e r v a t i v e i n t h e i r e s t i m a t i o n o f 
agreement. I t i s t h u s s a f e t o c o n c l u d e t h a t t h e r e i s 
good i n t e r c o d e r and t e s t - r e t e s t r e l i a b i l i t y and t h e r e f o r e 
t h a t t h e c o n t e n t a n a l y s i s i s an o b j e c t i v e measure o f 
the i n t e r v i e w c o n t e n t . We may t h u s c o n f i d e n t l y b a s e 
s u b s e q u e n t a n a l y s i s o f i n t e r v i e w c o n t e n t on the c o d i n g o f 
one c o d e r ( c o d e r 1 ) . 
N o r m a l i s a t i o n o f raw d a t a S i n c e t r a n s c r i p t l e n g t h s 
v a r y w i d e l y , t h e raw number o f u t t e r a n c e s i s not an 
a p p r o p r i a t e measure o f d i f f e r e n c e s between d o c t o r s . Thus 
mean f r e q u e n c y o f u t t e r a n c e p e r page i s used. T h i s 
n o r m a l i s a t i o n i s a c h i e v e d i n t h e same way a s t h a t f o r 
p a t i e n t i n t e r v i e w t r a n s c r i p t s r e p o r t e d i n C h a p t e r 5-
The c o n t e n t a n a l y s i s scheme p e r m i t t e d c o d i n g of u t t e r a n c e s 
i n a l a r g e p r o p o r t i o n o f c a t e g o r i e s a s r e f e r r i n g t o 
e i t h e r d i a g n o s t i c o r p r o g n o s t i c i n f o r m a t i o n . However, 
o n l y 18>% o f a l l u t t e r a n c e s were coded a s r e f e r r i n g t o 
p r o g n o s i s . S i n c e t r e a t m e n t o f p r o g n o s t i c u t t e r a n c e s 
d i s t i n c t from d i a g n o s t i c u t t e r a n c e s would r e s u l t i n low o r 
z e r o v a l u e s i n many c e l l s , u t t e r a n c e s coded a s 
c o n c e r n i n g p r o g n o s t i c i n f o r m a t i o n were summated w i t h t h o s e 
c o n c e r n i n g d i a g n o s t i c i n f o r m a t i o n f o r e a c h c e l l o f t h e 
c o n t e n t a m a l y s i s t o g i v e a s i n g l e " i n f o r m a t i o n about 
i l l n e s s " s c o r e . I t i s on t h e s e s c o r e s , n o r m a l i s e d 
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f o r i n t e r v i e w l e n g t h , t h a t f u r t h e r a n a l y s i s i s based. 
F i n a l l y , b e f o r e t u r n i n g : t o t h e a n a l y s i s p r o p e r , i t i s 
p r u d e n t t o remind t h e r e a d e r o f two terras we d e f i n e d i n 
our d e s c r i p t i o n o f t h e c o n t e n t a n a l y s i s s c h e d u l e . 
U t t e r a n c e s about t h e communication of i n f o r m a t i o n t o 
p a t i e n t s may i n d i c a t e e i t h e r t h a t s u c h i n f o r m a t i o n i s 
g i v e n o r w i t h h e l d from p a t i e n t s . One of t h e f i r s t 
d e c i s i o n s a c o d e r h a s t o make when c o d i n g t h e i n t e r v i e w 
m a t e r i a l i s m u t u a l l y e x c l u s i v e and c o n c e r n s w h e t h e r t h e 
to- b e - c o d e d i t e m r e f e r s t o g i v i n g o r w i t h h o l d i n g 
i n f o r m a t i o n . I n t h i s c h a p t e r " g i v e n " and " w i t h h e l d " a r e 
used s p e c i f i c a l l y t o r e f e r t o t h i s dichotomous d i m e n s i o n 
o f t h e c o n t e n t a n a l y s i s . O t h e r terms, s u c h a s " t e l l i n g " , 
" n ot t e l l i n g " e t c . , w i l l be used when no d i r e c t r e f e r e n c e 
t o t h i s d i m e n s i o n o f t h e c o n t e n t a n a l y s i s i s b e i n g made. 
A n a l y s i s o f G.P. I n t e r v i e w C o n t e n t 
The d a t a were s u b j e c t e d t o an e x p l o r a t o r y d a t a a n a l y s i s 
(Tukey, 1977) so t h a t r e l e v e n t p a t t e r n s i n t h e d a t a may 
be e x t r a c t e d f o r f u r t h e r c o n f i r m a t o r y s t a t i s t i c a l 
a n a l y s i s . One most s t r i k i n g p a t t e r n r e v e a l e d by t h i s 
E.D.A. has been s i n g l e d out f o r immediate a t t e n t i o n , s i n c e 
i t i n f l u e n c e d a l l s u b s e q u e n t a n a l y s i s o f t h e d a t a . 
The q u a l i t a t i v e a n a l y s i s o f i n t e r v i e w s , w h i c h was c a r r i e d 
out i n d e p e n d e n t l y o f t h e c o n t e n t a n a l y s i s and some 9 
months l a t e r r e s u l t e d i n t h e p o s i t i o n i n g of t h e g.p.s on 
a d i m e n s i o n o f p o s i t i v e d i s c l o s u r e t o p o s i t i v e c o n c e a l m e n t 
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o f i l l n e s s . T h i s d i m e n s i o n i s d e s c r i b e d f u l l y i n C h a p t e r 
1 0 , but b r i e f l y c o n s i s t s o f a continuum r a n g i n g from t h e 
e x t r e m e o f p o s i t i v e e f f o r t s b e i n g made by t h e g.p. to 
r e v e a l t o t h e p a t i e n t t h e n a t u r e o f h i s o r h e r i l l n e s s , t o 
t h e o p p o s i t e e x t r e m e o f p o s i t i v e e f f o r t s b e i n g made t o 
c o n c e a l t h e n a t u r e of t h e i l l n e s s . The c e n t r a l r e g i o n o f 
t h i s d i m e n s i o n , i n wh i c h a l a r g e p r o p o r t i o n o f t h e g.p.s 
were p l a c e d , c a n be d e s c r i b e d a s t h a t i n w h i c h t h e g.p.s 
r e s p o n d e d t o p a t i e n t demands f o r i n f o r m a t i o n . F o r t h e 
p u r p o s e s o f t h e p r e s e n t d i s c u s s i o n i t i s i m p o r t a n t t o n o t e 
t h a t t h i s d i s c u r s i v e a n a l y s i s and t h e p o s i t i o n i n g o f t h e 
g.p.s on t h e continuum i s ba s e d on an h o l i s t i c r e a d i n g o f 
I n t e r v i e w s , on o v e r a l l i m p r e s s i o n s g e n e r a t e d by t o t a l 
i n t e r v i e w s , r a t h e r t han s p e c i f i c i t e m s o f i n t e r v i e w 
c o n t e n t . G.p.s were p o s i t i o n e d on t h e continuum a s a 
h e r m e n e u t i c d e v i c e t o a i d i n t e r p r e t a t i o n o f s p e c i f i c 
a c t i o n s r e p o r t e d . 
The g.p.s p o s i t i o n i n g on t h e d i s c l o s u r e continuum a s an 
o r d i n a l s c a l e i s us e d a s one a x i s f o r t h e E.D.A. p l o t 
p r e s e n t e d below ( F i g u r e 9 . 0 1 ) . On t h e a b s c i s s a , and 
p l o t t e d on an i n t e r v a l s c a l e , i s a measure o f g.p. 
c o m m u n i c a t i v e n e s s d e v e l o p e d from t h e c o n t e n t a n a l y s i s 
d a t a . T h i s i s composed o f t h e i n d i v i d u a l g.p.' s 
f r e q u e n c y o f u t t e r a n c e p e r page of t r a n s c r i p t f o r t o t a l 
number o f u t t e r a n c e s coded i n a l l c a t e g o r i e s r e f e r i n g t o 
g i v i n g i n f o r m a t i o n about i l l n e s s minus t h e t o t a l number 
coded i n w i t h h o l d i n g i n f o r m a t i o n c a t e g o r i e s . 
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F i g u r e 9 . Q 1 
P l o t o f Q u a l i t a t i v e a n a l y s i s o f p o s i t i o n s o f g.p.s on 
co n t i n u u m o f a c t i v e l y d i s c l o s i n g i l l n e s s t o p a t i e n t s v s 
a c t i v e l y c o n c e a l i n g i l l n e s s from p a t i e n t s a g a i n s t 
i n d i v i d u a l mean f r e q u e n c i e s o f g i v i n g minus w i t h h o l d i n g 
i n f o r m a t i o n u t t e r a n c e s o f c o n t e n t a n a l y s i s . 
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I n F i g u r e 9.01 two g r o u p i n g s o f g.p.s a r e c l e a r l y 
d i s t i n g u i s h a b l e , one c e n t r i n g r o u g h l y around Dr.15 and 
l o c a t e d t o w a r d s t h e a c t i v e d i s c l o s u r e p o l e o f t h e 
i n f o r m i n g continuum (Group 1 ) ; t h e o t h e r around Dr. 03 and 
l o c a t e d t o w a r d s t h e a c t i v e c o n c e a l m e n t end o f t h e 
co n t i n u u m (Group 2 ) . T h i s c l e a r s p l i t was used t o d e f i n e 
2 groups o f g.p.s, and f u r t h e r a n a l y s i s c o n s i s t e d o f a 
s e a r c h f o r d i f f e r e n c e s between groups i n t h e i r t a l k 
about ways o f a p p r o a c h i n g t e r m i n a l p a t i e n t s . 
I n o r d e r t o i n v e s t i g a t e t h e s p l i t r e v e a l e d by F i g u r e 
9.01, c l u s t e r a n a l y s i s was perf o r m e d a s an e x p l o r a t o r y 
t e c h n i q u e ( E v e r i t t , 197&, 1 9 7 8 ) . S c o r e s from 
i n d i v i d u a l c o n t e n t c a t e g o r y c e l l s were pooled f o r e a c h 
g.p. t o g i v e a s e t o f summary s c o r e s f o r t h e f o l l o w i n g ; 
t e l l i n g p a t i e n t s about i l l n e s s ; not t e l l i n g p a t i e n t s 
about i l l n e s s ; s o c i a l , p s y c h o l o g i c a l and f a m i l y f a c t o r s 
u s e d t o a s s e s s p a t i e n t s when d e c i d i n g whether o r not t o 
t e l l ; r e s p o n s i v e n e s s t o p a t i e n t r e q u e s t s . The t o t a l 
l e n g t h o f i n t e r v i e w i n pages and t h e t o t a l number of 
u t t e r a n c e s coded f o r e a c h g.p. were a l s o e n t e r e d i n t o t h e 
c l u s t e r a n a l y s i s . Thus t h e c l u s t e r a n a l y s i s was computed 
p u r e l y on t h e b a s i s o f d a t a d e r i v e d from t h e c o n t e n t 
a n a l y s i s o f i n d i v i d u a l g.p.s* i n t e r v i e w s . An 
h i e r a r c h i c a l c l u s t e r a n a l y s i s was performed u s i n g t h e 
SPSS-X " C l u s t e r " program a s implemented on t h e Numac 
computing s e r v i c e a t Durham U n i v e r s i t y (SPSS I n c . 1983, 
1 9 8 6 ) . The a n a l y s i s was p e r f o r m e d w i t h g.p.s e n t e r e d a s 
c a s e s and d a t a e n t e r e d u n w e i g h t e d i n t o a s t e p w i s e 
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a n a l y s i s using: Ward's method f o r t h e amalgamation, t h e 
d i s t a n c e between c a s e s b e i n g measured i n E u c l i d e a n s p a c e . 
R e s u l t s o f C l u s t e r A n a l y s i s The dendrogram produced by 
t h i s c l u s t e r a n a l y s i s i s r e p r o d u c e d i n F i g u r e 9.02 below, 
and c l e a r l y r e v e a l s 2 main c l u s t e r s o f g.p.s. The 
a l l o c a t i o n o f g.p.s t o t h e 2 c l u s t e r s e x a c t l y m i r r o r s t h e 
g r o u p i n g r e v e a l e d by F i g u r e 9.01, e x c e p t f o r Dr.02 and 
Dr.20 whose group membership i s r e v e r s e d . Thus i n g e n e r a l 
t e r m s t h e c l u s t e r a n a l y s i s c o n f i r m s t h e e x i s t e n c e o f two 
g r oups i n t h e sample. Moreover, t h a t t h e r e s u l t of t h e 
c l u s t e r a n a l y s i s so c l o s e l y r e s e m b l e s t h e s p l i t r e v e a l e d 
by F i g u r e 9.01, w h i l s t b e i n g based p u r e l y on summary 
s t a t i s t i c s g e n e r a t e d from t h e c o n t e n t a n a l y s i s of 
i n t e r v i e w s , s u g g e s t s t h a t u n d e r l y i n g t h e t h e two groups 
i d e n t i f i e d by F i g u r e 9.01, t h e r e a r e d i f f e r e n c e s , w h i c h 
a r e r e f l e c t e d i n t h e i n t e r v i e w c o n t e n t p e r s e . 
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Dendogram using Ward's method 
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F i g u r e 9.02 
Dendrogram produced by t h e h i e r a r c h i c a l c l u s t e r a n a l y s i s 
o f u n w e i g h t e d c o n t e n t a n a l y s i s d a t a from the 22 G.P.s. 
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A n a l y t i c a l p r o c e d u r e The a n a l y s i s o f i n t e r v i e w c o n t e n t 
f o c u s e s on e x t r i c a t i n g t h e d i f f e r e n c e s between t h e s e two 
g r o u p s . Group s c o r e s f o r c o n t e n t c a t e g o r i e s were 
p l o t t e d and on t h e b a s i s o f t h e p a t t e r n i n g r e v e a l e d , t h e 
d a t a were s u b j e c t e d t o c o n f i r m a t o r y s t a t i s t i c a l a n a l y s i s 
a s a p p r o p r i a t e . T h e s e c o n s i s t e d o f t - t e s t s (Robson, 
1 9 7 3 ) , F i s h e r e x a c t p r o b a b i l i t y t e s t ( S i e g e l , 1 9 5 6 ; 
F i n n e y , 1 9 & 8 ) and f o c u s e d c o m p a r i s o n s by a n a l y s i s o f 
v a r i a n c e ( R o s e n t h a l & Rosnow, 1 9 8 5 ) . The l a t t e r were 
c a l c u l a t e d u s i n g t h e SPSS-X "Manova" program 
w i t h a c o n t r a s t o p t i o n (SPSS 
I n c . , 1983, 1 9 8 6 ) . 
A n a l y s i s o f I n t e r v i e w s 
P e r s o n a l c h a r a c t e r i s t i c s o f g.p.s and g e n e r a l f e a t u r e s o f 
i n t e r v i e w s . F i g u r e 9.03 p r e s e n t s group mean d a t a on 3 
b a s i c d i m e n s i o n s o f t h e i n t e r v i e w s . C l e a r l y t h e r e 
were no s i g n i f i c a n t d i f f e r e n c e s between groups on t h e 
d i m e n s i o n s o f t o t a l number o f pages o f i n t e r v i e w 
t r a n s c r i p t , t o t a l number of u t t e r a n c e s coded p e r g.p. o r 
f r e q u e n c y o f u t t e r a n c e p e r page o f i n t e r v i e w t r a n s c r i p t . 
T h e r e i s a l s o no s i g n i f i c a n t d i f f e r e n c e between groups i n 
t h e i r a g es ( t = 0 . 8 3 l 4 . d.f.=20, p>0.05; 2 t a i l e d t e s t ) . 
Group 1 has a mean age o f 39.1 y e a r s , w h i l e Group 2 were 
aged H2.U y e a r s . 
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Group mean number of pages of i n t e r v i e w t r a n s c r i p t , mean 
number o f u t t e r a n c e s coded and mean f r e q u e n c y of 
u t t e r a n c e . 
However, t h e 2 groups do d i f f e r i n membership of t h e R o y a l 
C o l l e g e o f G e n e r a l P r a c t i t i o n e r s . On the b a s i s o f t h e 
i m p o r t a n c e p l a c e d by t h e R.C.G.P. on communicative s k i l l s 
f o r e f f e c t i v e p r a c t i c e (R.C.G.P., 1 9 7 2 ) , one would 
e x p e c t more R.C.G.P. members i n Group 1 . than i n Group 2 . 
Ten o f t h e g.p.s h e l d t h e M.R.C.G.P. q u a l i f i c a t i o n , o f 
whom 8 were i n Group 1 and 2 i n Group 2 . T h i s i s a 
s i g n i f i c a n t d i f f e r e n c e between groups as t e s t e d by F i s h e r 
e x a c t p r o b a b i l i t y t e s t ( p = 0 . 0 3 7 9 ; 1 t a i l e d t e s t ) . 
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A n o t h e r i n t e r e s t i n g d i f f e r e n c e between groups i s i n t h e i r 
r a t e s o f a l l o c a t i o n of p a t i e n t s t o t h e s t u d y . As 
p r e v i o u s l y d e s c r i b e d ( C h a p t e r 8 and Appendix 3) t h e s t u d y 
d e s i g n r e q u i r e d g.p.s to a l l o c a t e a l l p a t i e n t s i d e n t i f i e d 
a s becoming t e r m i n a l l y i l l d u r i n g a 3 month 'window' f and 
a sample o f 30 t e r m i n a l p a t i e n t s , e a c h w i t h a c o n t r o l was 
e x p e c t e d . However, p a t i e n t a l l o c a t i o n was much l o w e r 
t h a n e x p e c t e d even though t h e a l l o c a t i o n window was 
e x t e n d e d . To e x a c e r b a t e t h i s problem, i t a p p e a r s t h a t 
t h e l i f e e x p e c t a n c y of p a t i e n t s a l l o c a t e d was much l o w e r 
t h a n had been t h e c a s e i n S t u d y 1 s i n c e a t l e a s t 10 
p a t i e n t s d i e d a f t e r b e i n g a l l o c a t e d t o t h e s t u d y by t h e i r 
g.p.s, b u t b e f o r e a f i r s t i n t e r v i e w c o u l d be a r r a n g e d . A 
f u r t h e r 5 p a t i e n t s were h o s p i t a l i s e d and 2 p a t i e n t s moved 
out o f t h e s t u d y g.p.'s a r e a ( t o s t a y w i t h r e l a t i v e s ) 
d u r i n g t h e same p e r i o d . A f u r t h e r 3 t e r m i n a l p a t i e n t s 
r e f u s e d t o t a k e p a r t i n t h e s t u d y a t f i r s t c o n t a c t w i t h 
t h e r e s e a r c h e r . Thus 20 a l l o c a t e d p a t i e n t s were l o s t 
from t h e s t u d y w i t h o u t b e i n g i n t e r v i e w e d . T h i s r e s u l t e d 
i n o n l y 10 t e r m i n a l p a t i e n t s b e i n g i n t e r v i e w e d a t l e a s t 
once. Of t h e s e 10 o n l y 6 c o m p l e t e d 3 i n t e r v i e w s , 3 d y i n g 
a f t e r c o m p l e t i n g 1 i n t e r v i e w o n l y and 1 d y i n g a f t e r 
c o m p l e t i o n o f 2 i n t e r v i e w s . C o n t r o l s were i n t e r v i e w e d on 
a s i m i l a r s c h e d u l e . 
A l t h o u g h a t o t a l o f 30 t e r m i n a l p a t i e n t s were a l l o c a t e d t o 
t h e s t u d y , o n l y one t h i r d were s u c c e s s f u l l y i n t e r v i e w e d . 
W h i l s t 11 o f t h e Group 1 g.p.s a l l o c a t e d p a t i e n t s t o t h e 
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s t u d y , o n l y li members of Group 2 d i d s o , a s t a t i s t i c a l l y 
s i g n i f i c a n t d i f f e r e n c e (p=0.015 by F i s ^ h e r - Y a t e s e x a c t 
p r o b a b i l i t y t e s t ) . Of t h e 30 p a t i e n t s a l l o c a t e d , 2 6 were 
a l l o c a t e d by Group 1 g.p.s, but o n l y 6 o f t h e s e d i e d 
b e f o r e t h e y c o u l d be i n t e r v i e w e d a t l e a s t once. On t h e 
o t h e r hand a l l U p a t i e n t s a l l o c a t e d by Group 2 g.p.s d i e d 
b e f o r e i n t e r v i e w . T h i s i s a s t a t i s t i c a l l y s i g n i f i c a n t 
d i f f e r e n c e between g.p. groups ( p = 0 . 0 0 8 by F i s h e r - Y a t e s 
t e s t ) . 
I n t e r v i e w C o n t e n t 
I n f o r m a t i o n communication. F i g u r e 9-04 p r e s e n t s 
i n d i v i d u a l n o r m a l i s e d s c o r e s f o r t h e v a r i o u s c a t e g o r i e s o f 
t h e c o n t e n t a n a l y s i s c o n c e r n i n g t h e communication o f 
i n f o r m a t i o n about i l l n e s s ( c . f . Appendix 2 ) . S c o r e s 
p l o t t e d t o t h e l e f t of t h e a b s c i s s a s a r e t h o s e o f members 
o f Group 2 ( n o n i n f o r m i n g ) and to t h e r i g h t a r e t h o s e o f 
Group 1 ( i n f o r m i n g ) . 
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Stem and l e a f p l o t s o f s c o r e s on t h e v a r i o u s c a t e g o r i e s o f 
t h e c o n t e n t a n a l y s i s of g.p. i n t e r v i e w s . ( S e e t e x t f o r 
d e t a i l s . ) 
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1. T o t a l number o f u t t e r a n c e s . 
301 i n d i v i d u a l u t t e r a n c e s were coded a s c o n c e r n i n g t a l k 
about t h e communication o f i n f o r m a t i o n about i l l n e s s . 
The members o f Group 1 ( i n f o r m i n g ) t a l k n e a r l y t w i c e a s 
much about g i v i n g i n f o r m a t i o n to p a t i e n t s t h a n do t h o s e i n 
Group 2 ( n o n i n f o r m i n g ) , a r e s u l t t h a t i s s t a t i s t i c a l l y 
s i g n i f i c a n t ( t =3.866, d.f.=20, p<0.01, t w o - t a i l e d t e s t ) . 
On t h e o t h e r hand, f o r t h e w i t h h o l d i n g o f i n f o r m a t i o n 
from p a t i e n t s . Group 2's mean f r e q u e n c y of u t t e r a n c e i s 
a p p r o x i m a t e l y t w i c e t h a t o f Group l ' s , a r e s u l t w h i c h 
a g a i n i s s t a t i s t i c a l l y s i g n i f i c a n t (t=4.269» d.f.=20, 
p<0.01, t w o - t a i l e d t e s t ) . T h e s e d i f f e r e n c e s between t h e 
two groups i n f r e q u e n c i e s o f u t t e r a n c e o f g i v i n g and 
w i t h h o l d i n g i n f o r m a t i o n c a t e g o r i e s a r e h i g h l y c o m p a t i b l e 
w i t h t h e g r o u p i n g o f g.p.s r e v e a l e d by F i g u r e 9.01 and 
s u b s e q u e n t l y c o n f i r m e d by t h e c l u s t e r a n a l y s i s i n F i g u r e 
9.02. The p r e s e n t f i n d i n g s c o n f i r m t h a t an i m p o r t a n t 
d i m e n s i o n on w h i c h t h e two groups of g.p.s d i f f e r i s t h e 
d e g r e e t o w h i c h t h e y r e p o r t i n f o r m i n g t e r m i n a l 
p a t i e n t s about i l l n e s s and t h e r e f o r e v e r i f i e s our 
p r o v i s i o n a l naming o f t h e two g r o u p s . We w i l l h e n c e f o r t h 
i d e n t i f y t h e two groups as i n f o r m i n g and n o n i n f o r m i n g 
g. P. s. 
2. Form o f c o m m u n i c a t i o n s ( F i g u r e 9.04a) 
The g i v i n g and w i t h h o l d i n g u t t e r a n c e s were a l s o coded as 
t o how o v e r t l y i n f o r m a t i o n was communicated o r not. 50% 
were c a t e g o r i s e d a s c o n c e r n i n g e x p l i c i t g i v i n g , 20% a s 
i m p l i c i t g i v i n g , 19% a s e x p l i c i t w i t h h o l d i n g and 11% a s 
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i m p l i c i t w i t h h o l d i n g of i n f o r m a t i o n . 
W i t h i n groups t h e r e i s a s i g n i f i c a n t s i m p l e e f f e c t o f 
i n f o r m a t i o n g i v i n g compared t o w i t h h o l d i n g f o r t h e 
i n f o r m i n g group ( F 2 0 , 1 = 3 5 . 6 6 , p<0.01) but not f o r t h e 
n o n i n f o r m i n g group ( F 2 0 , l = 0 . 8 6 , p > 0 . 0 5 ) . T h e r e i s a 
s i g n i f i c a n t s i m p l e e f f e c t o f e x p l i c i t v s i m p l i c i t 
i n f o r m a t i o n communication, f o r i n f o r m e r s (F20, 1 = 11. 19» 
P < 0 . 0 1 ) and a l s o f o r n o n i n f o r m e r s ( F 2 0 , l = 6 . 8 8 , p < 0 . 0 5 ) . 
T h e r e a r e s i g n i f i c a n t group by i n f o r m a t i o n g i v i n g 
( F 2 0 , 1 = 4 . 9 9 . p < 0 . 0 5 ) and i n f o r m a t i o n w i t h h o l d i n g 
(F20,1=5.41* p<0.05) i n t e r a c t i o n e f f e c t s . However, t h e r e 
a r e no s i g n i f i c a n t group by e x p l i c i t / i m p l i c i t i n f o r m a t i o n 
g i v i n g / w i t h h o l d i n g i n t e r a c t i o n s ( F = 1 . 9 0 , p > 0 . 0 5 ) . 
The i n f o r m i n g groups then, make u t t e r a n c e s about g i v i n g 
i n f o r m a t i o n more f r e q u e n t l y t h a n about w i t h h o l d i n g i t . 
A l s o t h e y t a l k more f r e q u e n t l y about g i v i n g i n f o r m a t i o n 
and l e s s about w i t h h o l d i n g i t , t h a n do t h e n o n i n f o r m i n g 
group, who t a l k w i t h s i m i l a r f r e q u e n c y about both g i v i n g 
and w i t h h o l d i n g i n f o r m a t i o n . Both groups make u t t e r a n c e s 
about g i v i n g o r w i t h h o l d i n g i n f o r m a t i o n e x p l i c i t l y more 
f r e q u e n t l y t h a n t h e y do i m p l i c i t l y and t h e y do not d i f f e r 
i n t h e ways t h e y do t h i s . 
3. N a t u r e o f i n f o r m a t i o n g i v e n and w i t h h e l d ( F i g u r e 9.04b) 
125 ( 4 1 . 5 % ) o f t h e 301 u t t e r a n c e s coded under i n f o r m a t i o n 
g i v i n g o r w i t h h o l d i n g went on t o s p e c i f y what s o r t o f 
i n f o r m a t i o n was communicated t o t h e p a t i e n t . The 2 groups 
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d i f f e r s i g n i f i c a n t l y i n t h e i r f r e q u e n c i e s of t o t a l 
u t t e r a n c e s f o r t h e s e c o n t e n t c a t e g o r i e s i n terms o f t h e 
s p e c i f i c i n f o r m a t i o n g i v e n t o p a t i e n t s ( t = 3 . 0 0 5 t d . f . = 2 0 , 
P < 0 . 0 1 , 2 t a i l e d t e s t ) , but not i n terms of s p e c i f i c 
i n f o r m a t i o n w i t h h e l d ( t = l . l l 8 , d . f . = 2 0 , p > 0 . 0 5 , 2 t a i l e d 
t e s t ) . Of p a r t i c u l a r i n t e r e s t a r e t h e d i f f e r e n c e s between 
i n f o r m a t i o n g i v i n g and w i t h h o l d i n g f o r e a c h o f t h e 2 
g r o u p s , w i t h a s i g n i f i c a n t d i f f e r e n c e between groups 
( t « 2 . 9 5 4 , d . f . = 2 0 , p < 0 . 0 1 , 2 t a i l e d t e s t ) . Thus t h e 
i n f o r m i n g group t a l k e d more about g i v i n g s p e c i f i c 
i n f o r m a t i o n and l e s s about w i t h h o l d i n g i t , w h i l s t t h e 
n o n i n f o r m i n g group t a l k e d more about w i t h h o l d i n g s u c h 
i n f o r m a t i o n and l e s s about g i v i n g i t and s i g n i f i c a n t l y so 
i n r e l a t i o n t o one a n o t h e r . 
To f a c i l i t a t e a n a l y s i s o f t h e s p e c i f i c i n f o r m a t i o n g i v e n 
o r w i t h h e l d c a t e g o r i e s t h e y were summated t o form 2 
s u p e r o r d i n a t e c a t e g o r i e s ; i n f o r m a t i o n about t h e d i s e a s e 
e n t i t y ( s i t e , s e v e r i t y , t ime, symptoms and c a u s e ) , and 
i n f o r m a t i o n about a s p e c t s o f t r e a t m e n t ( t r e a t m e n t , c u r e , 
i n c u r e and f a t a l ) ( c . f . Appendix 2 ) . 
D i s e a s e e n t i t y and t r e a t m e n t i n f o r m a t i o n F r e q u e n c i e s o f 
g i v i n g and w i t h h o l d i n g d i s e a s e e n t i t y i n f o r m a t i o n a r e b o t h 
r e l a t i v e l y low, and t h e r e a r e no i n t e r g r o u p d i f f e r e n c e s 
f o r g i v i n g o r w i t h h o l d i n g i n f o r m a t i o n about t h e n a t u r e o f 
d i s e a s e . Thus n e i t h e r group makes f r e q u e n t m e n t i o n o f 
g i v i n g o r w i t h h o l d i n g d e s c r i p t i v e i n f o r m a t i o n about 
t h e i l l n e s s . However, t h e i n f o r m e r s make u t t e r a n c e s 
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about g i v i n g t r e a t m e n t i n f o r m a t i o n s i g n i f i c a n t l y more 
f r e q u e n t l y t h a n t h e n o n i n f o r m e r s (t=2.772, d.f.=20, 
P<0.05t 2 t a i l e d t e s t ) . But f o r w i t h h o l d i n g t r e a t m e n t 
i n f o r m a t i o n t h e r e i s no s i g n i f i c a n t d i f f e r e n c e ( t = 1 . 3 8 2 , 
d.f.=20, p>0.05 • a t a i l e d t e s t ) between groups. Thus t h e 
i m p o r t a n t d i f f e r e n c e between groups i s t h e degree t o w h i c h 
t h e y t a l k about t r e a t m e n t a v a i l a b l e t o t h e p a t i e n t . The 
i n f o r m i n g g.p.s t a l k more about g i v i n g t h i s s o r t o f 
i n f o r m a t i o n t h a n do t h e n o n i n f o r m i n g g.p.s. 
IX. S t y l e of i n f o r m a t i o n c ommunication ( F i g u r e 9.04c) 
( i ) I n f o r m a t i o n c o n v e y i n g modes. The i n f o r m i n g group 
r e p o r t g i v i n g i n f o r m a t i o n s i g n i f i c a n t l y more f r e q u e n t l y 
i n t h i s way than do t h e n o n i n f o r m i n g group (t = 2 . 6 3 6 . 
d . f . - 2 0 , p<0.05. 2 t a i l e d t e s t ) . O c c a s i o n a l l y i t 
a p p e a r s t h a t i n f o r m a t i o n i s b e i n g w i t h h e l d r a t h e r t h a n 
g i v e n by u s e o f c o n v e y i n g modes. The s m a l l d e g r e e t o 
w h i c h t h i s does o c c u r i s a c c o u n t e d f o r by t h e 
i n t e n t i o n a l u s e o f vague euphemisms and t e c h n i c a l 
l a n g u a g e by t h e g.p.s, but t h e r e a r e no d i f f e r e n c e s 
between groups i n t h e i r f r e q u e n c y o f u t t e r a n c e i n t h i s 
way. 
( i i ) I n f o r m a t i o n c o n c e a l i n g modes. Whereas i n f o r m a t i o n 
c o n v e y i n g modes may on o c c a s i o n be used t o w i t h h o l d 
i n f o r m a t i o n , t h e i n f o r m a t i o n c o n c e a l i n g modes a r e n e v e r 
u s e d by members o f e i t h e r group t o g i v e i n f o r m a t i o n . The 
n o n i n f o r m i n g group u s e t h e s e modes t o c o n c e a l i n f o r m a t i o n 
more f r e q u e n t l y t h a n do t h e i n f o r m i n g group and 
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s i g n i f i c a n t l y s o ( t = - 2 . 2 6 9 . d.f.=20, p<0.05. 2 t a i l e d 
t e s t ) . 
The i n f o r m i n g group u s e i n f o r m a t i o n c o n v e y i n g modes t o 
communicate more t h a n t h e n o n i n f o r m i n g group. 
C o n v e r s e l y , t h e n o n i n f o r m i n g group use c o n c e a l i n g modes 
more t h a n t h e i n f o r m i n g group. Moreover, w h i l s t some 
modes o f commu n i c a t i n g w i t h p a t i e n t s ( e . g . euphemism and 
i m p l i c a t i o n ) a r e r e l a t i v e l y w i d e l y u s e d by b_oth groups, 
t h e u s e o f s t e e r i n g q u e s t i o n s , i s l i m i t e d t o t h e i n f o r m i n g 
group and n e v e r mentioned by a member o f t h e n o n i n f o r m i n g 
group. E v a s i o n on t h e o t h e r hand, a l t h o u g h used by both 
g r o u p s o f d o c t o r s , i s v e r y i n f r e q u e n t l y mentioned by t h e 
i n f o r m i n g group, but v e r y f r e q u e n t l y by t h e n o n i n f o r m e r s . 
T h i s c a n be most r e a d i l y u n d e r s t o o d i f we c o n s i d e r t h a t 
t h e r e i s a s e n s e i n wh i c h e v a s i o n and s t e e - r i n g q u e s t i o n s 
a r e o p p o s i t e s ; t h e l a t t e r a t t e m p t s t o c a j o l e a p a t i e n t 
i n t o a s k i n g r e l e v a n t q u e s t i o n s about i l l n e s s and t h e 
fo r m e r s i d e s t e p s any s u c h r e l e v a n t q u e s t i o n s . 
( i i i ) R e a s s u r i n g p a t i e n t s and r e s p o n d i n g t o p a t i e n t 
q u e s t i o n s . R e s p o n d i n g t o p a t i e n t q u e s t i o n s i s t h e o n l y 
mode o f co m m u n i c a t i o n c o n t e n t c a t e g o r y f o r w h i c h t h e r e i s 
an e n t r y i n e v e r y g.p. c e l l . H2% o f t h e u t t e r a n c e s 
coded a s c o n c e r n i n g t h e communication o f i n f o r m a t i o n 
i n c l u d e r e f e r e n c e t o r e s p o n d i n g t o p a t i e n t q u e s t i o n s . 
O f f e r i n g r e a s s u r a n c e , w h i l s t not mentioned by e v e r y g.p. 
i s t h e s e c o n d most commonly coded mode o f communication 
c a t e g o r y o f t h e a n a l y s i s , w i t h 20% o f u t t e r a n c e s 
-330-
i n c l u d i n g an i t e m o r i t e m s so coded. 
The n o n i n f o r m i n g group make u t t e r a n c e s r e l a t e d t o o f f e r i n g 
p a t i e n t s r e a s s u r a n c e t w i c e as f r e q u e n t l y a s t h e i n f o r m i n g 
group, a d i f f e r e n c e w h i c h i s s t a t i s t i c a l l y s i g n i f i c a n t 
( t = -2.2*l6, d.f.=20, p<0.05. 2 t a i l e d t e s t ) . T h i s 
d i f f e r e n c e between groups p r o b a b l y r e f l e c t s t h e a l r e a d y 
n o t e d r e l a t i o n s h i p between o f f e r i n g r e a s s u r a n c e and 
d e n i a l ; t h a t i s t h a t a l a r g e p r o p o r t i o n o f r e a s s u r a n c e i s 
o f f e r e d a s a c o r o l l a r y o f d e n i a l . Thus t h e d i f f e r e n c e 
between groups i n t h e i r u s e o f d e n i a l a l s o r e s u l t s i n a 
d i f f e r e n c e i n t h e f r e q u e n c y o f t h e r e p o r t e d u s e of 
r e a s s u r a n c e . I n s p e c t i o n o f t h e i n d i v i d u a l i n t e r v i e w 
t r a n s c r i p t s and t h e i r c o n t e n t a n a l y s i s c o d i n g s h e e t s 
r e v e a l s t h a t t h e i n f o r m i n g group r e p o r t u s i n g r e a s s u r a n c e 
i n tandem w i t h g i v i n g i n f o r m a t i o n about t r e a t m e n t i n 68% 
o f c a s e s o f t h e i r o v e r a l l u s e o f r e a s s u r a n c e . 
T h e r e i s no d i f f e r e n c e between groups i n t h e f r e q u e n c y o f 
u t t e r a n c e of t h e r e s p o n d i n g t o p a t i e n t q u e s t i o n s c a t e g o r y . 
T h i s p r o b a b l y r e f l e c t s t h e w i d e s p r e a d a s s e r t i o n by g.p.s 
t h a t i f a s k e d t h e y would t e l l . What g.p.s r e p o r t t h e y 
would be w i l l i n g t o t e l l and how a s s e r t i v e a p a t i e n t ' s 
q u e s t i o n h a s t o be, t o q u a l i f y i n t h e i r e y e s a s a " r e a l 
q u e s t i o n " , a r e however not d i m e n s i o n s c l a r i f i e d i n o u r 
a n a l y s i s . 
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The g.p.s* t a l k about t h e i r * p a t i e n t s 
1. P a t i e n t f a c t o r s c o n s i d e r e d i n d e c i s i o n t o t e l l o r not 
We now t u r n t o t h e s o r t s o f p a t i e n t s and t h e p a t i e n t 
c e n t r e d v a r i a b l e s t h a t t h e g.p.s m a i n t a i n i n f l u e n c e ( o r 
would i n f l u e n c e ) any d e c i s i o n t o t e l l o r not t o t e l l a 
p a t i e n t about h i s o r h e r i l l n e s s . S c o r e s f o r p a t i e n t t y p e s 
t o l d and not t o l d (Appendix 2 ) were summated to g i v e k 
d e c i s i o n f a c t o r s a s p r e s e n t e d i n F i g u r e 9.05. 
T h e r e were no s i g n i f i c a n t d i f f e r e n c e s between groups f o r 
t o t a l f r e q u e n c y o f u t t e r a n c e o f t h e U p a t i e n t f a c t o r s 
o v e r a l l , n o r f o r t h e p a t i e n t p s y c h o l o g i c a l s t a t e , r e q u e s t , 
o r s o c i a l r e l a t i o n s f a c t o r s i n d i v i d u a l l y . The p a t i e n t 
i l l n e s s f a c t o r i s o n l y mentioned by members o f t h e 
i n f o r m i n g group, w h i c h i s a s t a t i s t i c a l l y s i g n i f i c a n t 
r e s u l t (p=0.005 by 2 t a i l e d F i s h e r e x a c t p r o b a b i l i t y 
t e s t ) . Thus t h e o n l y p a t i e n t v a r i a b l e t h a t 
d i s t i n g u i s h e s between groups r e l a t e s t o t h e p a t i e n t ' s 
i l l n e s s . The i n f o r m i n g group r e p o r t c o n s i d e r i n g t h i s 
f a c t o r when coming t o a d e c i s i o n t o t e l l t h e 
p a t i e n t , w h i l s t t h e n o n i n f o r m e r s n e v e r r e p o r t c o n s i d e r i n g 
t h e p a t i e n t ' s i l l n e s s when d e c i d i n g i f t h e p a t i e n t s h o u l d 
be t o l d o r not. 
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-333-
. i o : 
0-3 
. 20 
. 18 
. 03 
. 07 
22. 13. 11.10.09.06 
02.16. 
17. 
0 1 . 1 5 . 
08. 
21. 
12.14, 
04. 19 
. 03 
20. 13 
. 06 
. 18 
. 07 
. 22 
. 09 
. 11 
O l . 
16. 
OU.12.21 
05. 
02. 
1 7 . 1 9. 
14. 
1 5 -
0-2 
0-1 
PATIENT MANAGEMENT 
08. 0 0 
PATIENT HAPPINESS 
CD 
U c to s-
CD 
+ J 
4-> 
>> O 
cr 
CD 
cr 
CD 
L L . 
:o5. 
20 
11 
22.18.13.10.09.07.06.03 
08. 
14. 
21. 
17. 
01. 
12. 
04. 
15.19. 
02.16. 
PATIENT / OTHER 
R E L A T I O N S H I P S 
. 20 
. 03 
. 11 
13- 06 
• 09 
. 07 
21. 
01. 05 
17. 
12. 
15.19 
16. 
Oil. 
14. 
.22.18.10 I 02.08 
ALL REMAINING 
AIM CATEGORIES 
0-3 
0-2 
01 
0-0 
CD o c fO S-CD 
4-o 
>^  u e 
CD 
cr 
CD 
F i g u r e 9.06 
G . P . S 1 aims i n t e l l i n g o r not t e l l i n g p a t i e n t s about t h e i r 
i l l n e s s e s . 
2. Aims i n t e l l i n g o r not t e l l i n g p a t i e n t s . ( F i g u r e 9.06) 
The i n f o r m i n g group make u t t e r a n c e s d e s c r i b i n g t h e i r aim 
i n t e l l i n g p a t i e n t s about i l l n e s s a p p r o x i m a t e l y 3 t i m e s 
more f r e q u e n t l y t h a n t h e n o n i n f o r m i n g group, a d i f f e r e n c e 
w h i c h i s s t a t i s t i c a l l y s i g n i f i c a n t (t=*3.673. d.f.=20, 
p<0.01, 2 t a i l e d t e s t ) . On t h e o t h e r hand t h e 
n o n i n f o r m i n g g.p.s make u t t e r a n c e s about aims i n not 
t e l l i n g p a t i e n t s about t w i c e as o f t e n a s the i n f o r m i n g 
group (t=-2.778, d.f.=20, p<0.05, 2 t a i l e d t e s t ) . Thus 
w h i l s t t h e i n f o r m e r s s t a t e a l m s i n t e l l i n g p a t i e n t s , t h e 
n o n i n f o r m e r s s t a t e aims i n not t e l l i n g p a t i e n t s , What 
a r e t h e s t a t e d aims of t h e 2 groups i n t e l l i n g and not 
t e l l i n g and do t h e y d i f f e r ? 
P a t i e n t h a p p i n e s s The most f r e q u e n t l y mentioned aim, f o r 
e i t h e r t e l l i n g o r n o t , was t h e m a i n t e n a n c e of p a t i e n t 
h a p p i n e s s . 6 3 % o f a l l aim u t t e r a n c e s i n c l u d e d a 
r e f e r e n c e t o p a t i e n t h a p p i n e s s and 21 o f t h e 22 g.p.s 
mentioned i t a t l e a s t once. W h i l e t h e i n f o r m i n g group 
more f r e q u e n t l y s t a t e d p a t i e n t h a p p i n e s s t o be an aim 
i n t e l l i n g t h an not t e l l i n g p a t i e n t s , t h e n o n i n f o r m i n g 
group a l m o s t e q u a l l y more f r e q u e n t l y s t a t e d t h a t t h i s was 
an aim i n not t e l l i n g r a t h e r t h a n t e l l i n g p a t i e n t s ; a 
d i f f e r e n c e i n mean f r e q u e n c i e s o f aims i n t e l l i n g and not 
t e l l i n g t h a t i s s t a t i s t i c a l l y s i g n i f i c a n t ( t=3-729 
d.f.=20, p<0.01, 2 t a i l e d t e s t ) . Thus w h i l e k e e p i n g t h e 
p a t i e n t happy i s s e e n a s an i m p o r t a n t aim by both groups 
o f g.p.s, t h e way i n w h i c h t h e y go about a t t a i n i n g i t i s 
v e r y d i f f e r e n t . The i n f o r m i n g group s e e t e l l i n g p a t i e n t s 
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a s t h e way t o keep p a t i e n t s happy, w h i l s t f o r t h e 
n o n i n f o r m i n g group not t e l l i n g i s t h e way to a t t a i n t h e 
same aim. 
P a t i e n t r e l a t i o n s h i p s The c o n t i n u a t i o n o f normal 
r e l a t i o n s h i p s between p a t i e n t s and o t h e r p e o p l e ( i n c l u d i n g 
t h e g.p.) i s t h e s e c o n d most f r e q u e n t l y mentioned aim 
f o r t e l l i n g o r not t e l l i n g p a t i e n t s and 34% of t h e aim 
u t t e r a n c e s i n c l u d i n g mention o f t h i s . T h e r e i s no 
s i g n i f i c a n t d i f f e r e n c e (t=1.99&, d.f.=20, p>0.05, 2 
t a i l e d t e s t ) i n t h e f r e q u e n c y o f u t t e r a n c e s between t h e 2 
groups f o r t h i s c a t e g o r y o v e r a l l . However, t h e p a t t e r n i n g 
o f r e s p o n s e s was d i f f e r e n t f o r aims i n t e l l i n g and not 
t e l l i n g . Both groups r e p o r t e d t h a t m a i n t a i n i n g p a t i e n t s * 
r e l a t i o n s h i p s w i t h o t h e r p e o p l e was an aim i n t e l l i n g them 
about t h e i l l n e s s more f r e q u e n t l y t h a n not t e l l i n g , a 
d i f f e r e n c e t h a t i s s t a t i s t i c a l l y s i g n i f i c a n t f o r t h e 
i n f o r m i n g group ( t = 3 . 0 9 2 , d.f.=11, p<0.01, 2 t a i l e d t e s t ) 
but n o t f o r t h e n o n i n f o r m i n g group (t=0.836, d.f.=9. 
p>0.05. 2 t a i l e d t e s t ) . T h e r e i s no s i g n i f i c a n t 
d i f f e r e n c e between groups i n t h e i r d i f f e r e n c e s of u s e o f 
t h i s r e a s o n f o r t e l l i n g and not t e l l i n g (t=2.0/i2, 
d.f.=20, p>0.05. 2 t a i l e d t e s t ) . 
P a t i e n t management 22% o f t h e aim i n t e l l i n g o r not 
t e - l l i n g u t t e r a n c e s c o n t a i n e d r e f e r e n c e t o p a t i e n t 
management. T h e r e i s a s i g n i f i c a n t d i f f e r e n c e between 
groups w i t h t h e i n f o r m i n g group m e n t i o n i n g p a t i e n t 
management a s an aim i n t e l l i n g , more f r e q u e n t l y t h a n t h e 
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n o n i n f o r m i n g group ( t = 2 . 5 3 2 , d.f.=20. p<0 . 0 5 # 2 t a i l e d 
t e s t ) . 
O t h e r aims The r e m a i n i n g aims i n t e l l i n g o r not t e l l i n g 
( p a t i e n t f i n a n c i a l c o n s i d e r a t i o n s , f a m i l y h a p p i n e s s , e t c ) 
were r e l a t i v e l y l i t t l e u sed by t h e g.p.s i n t h e i r 
d e s c r i p t i o n s o f t h e i r aims a s i d e n t i f i e d by t h e c o n t e n t 
a n a l y s i s . Hence a number of v e r y d i f f e r e n t s o r t s o f aims 
have had t o be p l a c e d t o g e t h e r under t h e c a t c h a l l o f 
" o t h e r aims'* t o f a c i l i t a t e a n a l y s i s . T h e r e were, however, 
no s t a t i s t i c a l l y s i g n i f i c a n t d i f f e r e n c e s ( t = 0 . 0 5 3 3 , 
d . f . = 2 0 , p > 0 . 0 _ 5 t 2 t a i l e d t e s t ) between groups i n t h e 
f r e q u e n c i e s o f u t t e r a n c e f o r t h e s e o t h e r aims f o r e i t h e r 
t e l l i n g o r not t e l l i n g p a t i e n t s . 
G.P.s* A s s e s s m e n t o f P a t i e n t Knowledge o f I l l n e s s 
L e v e l s of p a t i e n t a w a r e n e s s o f i l l n e s s . 1 5 7 g.p. 
u t t e r a n c e s were coded a s c o n t a i n i n g mention of p a t i e n t s * 
a w a r e n e s s o f i l l n e s s . T h e s e a r e coded a s b e i n g on one o f 
t h r e e l e v e l s ; ( 1 ) no a c c u r a t e knowledge o r d e n i a l , ( 2 ) 
p a r t i a l knowledge o r s u s p i c i o n , and ( 3 ) c o m p l e t e and 
a c c u r a t e knowledge ( F i g u r e 9 * 0 7 ) . 8 0 % o f t h e u t t e r a n c e s 
r e f e r r e d t o p a t i e n t s h a v i n g some d e g r e e o f knowledge o f 
i l l n e s s . O n l y 2 0 % o f u t t e r a n c e s r e f e r r e d t o p a t i e n t s not 
knowing a t a l l what i s / w a s wrong w i t h them. 
P e r h a p s s u r p r i s i n g l y t h e i n f o r m i n g group spoke more 
f r e q u e n t l y t h a n t h e n o n i n f o m i n g group about p a t i e n t s 
h a v i n g no knowledge o f i l l n e s s , a r e s u l t w h i c h i s 
- 3 3 7 -
s t a t i s t i c a l l y s i g n i f i c a n t ( t = 2 . 5 0 5 . d . f . = 2 0 , p < 0 . 0 5 , 2 
t a i l e d t e s t ) . But a l t h o u g h a s may be e x p e c t e d t h e 
i n f o r m i n g group a l s o s p e a k more f r e q u e n t l y t h a n do t h e 
n o n i n f o r m i n g group o f p a t i e n t s h a v i n g c o m p l e t e knowledge 
t h i s i s not a s i g n i f i c a n t d i f f e r e n c e ( t - 1 . 9 0 5 . d . f . = 2 0 , 
p>0.0$, 2 t a i l e d t e s t ) . T h e r e i s a l s o no s i g n i f i c a n t 
d i f f e r e n c e ( t = 1 . 2 & 9 » d . f . * 2 0 , p>0.05, 2 t a i l e d t e s t ) 
between groups i n t h e i r f r e q u e n c y o f u t t e r a n c e o f t a l k 
a bout p a t i e n t s h a v i n g p a r t i a l knowledge o f o r s u s p e c t i n g 
t h e n a t u r e o f t h e i l l n e s s . 
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T h i s p a t t e r n i n g o f r e s u l t s makes s e n s e once one c o n s i d e r s 
t h e i m p l i c a t i o n s f o r t h e g.p.s o f t h e d i f f e r e n t l e v e l s o f 
p a t i e n t a w a r e n e s s o f i l l n e s s . F o r a d o c t o r who does not 
i n f o r m p a t i e n t s about t h e i r i l l n e s s e s a p a t i e n t , who h a s 
no knowledge o r s u s p i c i o n o f h i s o r h e r i l l n e s s p r e s e n t s 
no r e a l problem. The p a t i e n t does not know and t h u s t h e 
g.p.'s ap p r o a c h t o t h e p a t i e n t c a n r e m a i n t h e same. I f 
t h e p a t i e n t h a s c o m p l e t e and o v e r t knowledge o f h i s o r h e r 
i l l n e s s t h e n o n i n f o r m i n g d o c t o r may not r e l i s h t h e 
s i t u a t i o n , but he i s f a c e d w i t h a ' f a i t a c c o m p l i 1 and 
a g a i n t h i s r e q u i r e s no new a c t i o n on h i s p a r t . However, 
t h e p a t i e n t who s u s p e c t s o r p a r t i a l l y knows about h i s o r 
h e r i l l n e s s c o n f r o n t s t h e g.p. who p r e f e r s not t o t e l l 
w i t h a problem; namely how t o p r e v e n t t h e p a t i e n t from 
l e a r n i n g about t h e i l l n e s s o r w h e t h e r , a f t e r a l l , i n t h i s 
c a s e t o t e l l ? I n s u c h a c a s e t h e d o c t o r i s c o n s t a n t l y 
f a c i n g a p a t i e n t toward whom he must a c t w i t h c a r e i f he 
i s not t o l e t s l i p t h e n a t u r e o f t h e i l l n e s s e t c . Seen 
i n t h i s l i g h t , i t i s not s u r p r i s i n g t h a t t h e n o n i n f o r m i n g 
g.p.s a s a group a r e p r e o c c u p i e d w i t h p a t i e n t s who have 
o n l y p a r t i a l knowledge o r s u s p i c i o n s about t h e i l l n e s s 
from w h i c h t h e y a r e s u f f e r i n g , and t h u s speak more 
f r e q u e n t l y about t h i s group. On t h e o t h e r hand f o r t h e 
i n f o r m i n g g.p. a g r a d u a l s h i f t o f p a t i e n t ' s knowledge 
from none, t h r o u g h p a r t i a l t o c o m p l e t e knowledge i s t h e 
normal a p r o b l e m a t i c c o u r s e o f e v e n t s . T h i s p r o c e s s o f 
g r a d u a l r e l e v a t i o n i s d e s i r e d , and p a r t i a l knowledge i s 
but a t r a n s i t o r y s t a g e between c o m p l e t e i g n o r a n c e and 
o v e r t knowledge. 
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S o u r c e s o f p a t i e n t I n f o r m a t i o n 
1 0 5 u t t e r a n c e s were coded a s i n d i c a t i n g s o u r c e s o f 
p a t i e n t s * knowledge o r i n f o r m a t i o n about i l l n e s s . Of 
t h e s e o n l y 1 2 % r e p o r t e d t h e g.p. h i m s e l f a s a s o u r c e , 
w h i l s t 26% c o n c e r n e d o t h e r m e d i c a l s o u r c e s and a f u r t h e r 
9 . 5% mentioned f a m i l y and f r i e n d s a s s o u r c e s o f 
i n f o r m a t i o n . Thus i n e x c e s s o f 5 0 % o f the u t t e r a n c e s 
d i d not r e f e r t o p e r s o n s a s s o u r c e s o f p a t i e n t 
i n f o r m a t i o n . 
2 3 % o f s o u r c e o f i n f o r m a t i o n u t t e r a n c e s made r e f e r e n c e t o 
t r e a t m e n t p e r s e . Of t h e s e a p p r o x i m a t e l y one t h i r d 
s p e c i f i c a l l y mentioned t h e r e q u i r e m e n t t h a t t e r m i n a l 
p a t i e n t s make c o n t i n u o u s r e t u r n v i s i t s t o t h e d o c t o r a s 
b e i n g t h e s a l i e n t f e a t u r e o f t r e a t m e n t which r e v e a l e d 
i n f o r m a t i o n . A f u r t h e r 2 0 % o f u t t e r a n c e s p o i n t e d t o s e l f 
d i a g n o s i s a s an i m p o r t a n t way i n w h i c h i n f o r m a t i o n i s 
a c q u i r e d , w h i l s t t h e r e m a i n i n g 1 0 % r e f e r r e d t o o t h e r s o r t s 
o f ways i n w h i c h p a t i e n t s g l e a n e d i n f o r m a t i o n from t h e i r 
e n v i r o n m e n t . T h e r e were no s t a t i s t i c a l l y s i g n i f i c a n t 
d i f f e r e n c e s between groups i n t h e i r t a l k about p a t i e n t s * 
s o u r c e s o f i n f o r m a t i o n . 
R e a s o n s f o r t e l l i n g o r not t e l l i n g p a t i e n t s 
I t i s i n t h e g.p.s* r e a s o n s f o r t e l l i n g o r not t e l l i n g 
t h a t we f i n d one o f t h e c l e a r e s t dichotomous d i s t i n c t i o n s 
between groups i n t h e whole a n a l y s i s . I n t o t a l 5 4 
u t t e r a n c e s were coded a s c o n t a i n i n g i t e m s g i v i n g r e a s o n s 
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f o r g . p . s 9 r e p o r t e d b e h a v i o u r . Of t h e s e 2k r e f e r r e d t o 
r e a s o n s f o r t e l l i n g and 30 f o r not t e l l i n g . Of t h e 
f o r m e r a l l but U were made by g.p.s i n t h e i n f o r m i n g 
group, w h i l s t o f t h e r e a s o n s f o r not t e l l i n g a l l but 3 
were made by n o n i n f o r m i n g group g.p.s. A l l e x c e p t one o f 
t h e s e 7 u t t e r a n c e s were, however, posed a s h y p o t h e t i c a l 
a r g u m e n t s . F o r example, one n o n i n f o r m i n g g.p. i n d i c a t e d 
t h a t c o n t e m p o r a r y l i t e r a t u r e on t h e s u b j e c t of t e r m i n a l 
c a r e recommended t e l l i n g p a t i e n t s about t h e i r i l l n e s s e s . 
T h i s was i n h i s o p i n i o n a good i d e a i n t h e o r y , but i n 
p r a c t i c e he would f i n d i t v e r y d i f f i c u l t . 
On t h e b a s i s o f t h e s e c o n s i d e r a t i o n s i t i s r e a s o n a b l e t o 
c o n s i d e r t h e two groups a s e x p r e s s i n g d i a m e t r i c a l l y 
opposed i d e a s . Thus, t h e i n f o r m i n g group e x p r e s s r e a s o n s 
f o r t e l l i n g , w h i l e t h e n o n i n f o r m i n g group r e a s o n s f o r 
not t e l l i n g . B e c a u s e o f t h e r e l a t i v e l y low o v e r a l l 
f r e q u e n c y o f u t t e r a n c e f o r t h e v a r i o u s r e a s o n c a t e g o r i e s 
o f t h e c o n t e n t a n a l y s i s , t o f a c i l i t a t e a n a l y s i s t h e 
e x p r e s s e d r e a s o n s f o r t e l l i n g o r not have been amalgamated 
i n t o 2 c a t e g o r i e s ; t e c h n i c a l / m e d i c a l and e t h i c a l / p e r s o n a l 
r e a s o n s ( F i g u r e 9 . 0 8 ) . 
( i ) T e c h n i c a l / m e d i c a l r e a s o n s a r e made up of a l l t h e 
c o n t e n t a n a l y s i s c a t e g o r i e s r e f e r r i n g t o c l i n i c a l 
c o n s i d e r a t i o n s , ( e . g . t e c h n i c a l and m a n a g e r i a l 
c o n s e q u e n c e s o r a d v a n t a g e s ) , and a r e grounded on 
s c i e n t i f i c a l l y j u s t i f i a b l e c r i t e r i a and knowledge. Thus 
t h i s c a t e g o r y c a n i n c l u d e i t e m s r e l a t i n g t o m e d i c a l s c h o o l 
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t r a i n i n g and p o s t - g r a d u a t e e d u c a t i o n a s t h e s e r e f e r 
t o t h e t r a n s m i s s i o n o f t h e c o r p u s o f m e d i c a l knowledge, 
r e a d i n g p a p e r s i n s c i e n t i f i c and m e d i c a l J o u r n a l s , 
c l i n i c a l e x p e r i e n c e and t h e l i k e . 
( i i ) E t h i c a l / p e r s o n a l r e a s o n s a r e made up of t h o s e 
c o n t e n t a n a l y s i s c a t e g o r i e s w h i c h c e n t r e on e t h i c a l 
Judgements, ( e . g . a p a t i e n t ' s r i g h t to know), and 
a f f e c t i v e r e s p o n s e s r a t h e r t h a n b e i n g i n t h e domain o f 
e m p i r i c a l s c i e n c e . A g a i n i t i s o f c o u r s e p o s s i b l e t h a t 
t h e s e r e a s o n s have t h e i r o r i g i n s i n f o r m a l t r a i n i n g , 
r e a d i n g and t h e l i k e but i n p r a c t i c e t h i s i s l e s s l i k e l y 
and t h e r e i s a t e n d e n c y f o r s u c h n o t i o n s t o be couched i n 
a l e s s e x p l i c i t l a n g u a g e . 
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F i g u r e 9 . 0 8 
G.p's r e a s o n s f o r t e l l i n g o r not t e l l i n g p a t i e n t s about 
t h e i r i l l n e s s e s . 
The 2 groups of g.p.s d i f f e r i n the s o r t s of reasons t h a t 
they g i v e to e x p l a i n t h e i r communicative behaviours. The 
informing group express t h e i r j u s t i f i c a t i o n s f o r t e l l i n g 
p a t i e n t s c o n s i d e r a b l y l e s s o f t e n i n terms of the 
t e c h n i c a l and medical than the noninformers, a 
d i f f e r e n c e which i s s i g n i f i c a n t ( t = 3 . 0 6 l , d.f.-20, 
p<0.01* 2 t a i l e d t e s t ) . On the other hand the informing 
group e x p r e s s e t h i c a l and p e rsonal reasons i n the order 
of t w i c e as f r e q u e n t l y as the noninforming group, again a 
s i g n i f i c a n t i n t e r g r o u p d i f f e r e n c e as t e s t e d by 
Mann-Whitney t e s t (U-18 f o r Na«12, Nb=10, p<0.05. 2 
t a i l e d t e s t ) . 
The d i f f e r e n c e between groups i n t h e i r e x p r e s s i o n of 
medical vs e t h i c a l reasons i s s t a t i s t i c a l l y s i g n i f i c a n t 
(t=5.022, d.f.=20, p<0.01, 2 t a i l e d t e s t ) . The 
noninformers e x p r e s s t h e i r r e asons f o r not t e l l i n g 
p a t i e n t s about t h e i r i l l n e s s e s predominantly i n 
t e c h n i c a l / m e d i c a l terms and only very i n f r e q u e n t l y i n 
e t h i c a l / p e r s o n a l terms. I n the case of the informing 
group although they express reasons f o r t e l l i n g p a t i e n t s 
i n terms of the t e c h n i c a l / m e d i c a l model 'do so a t l e s s 
A 
than h a l f the frequency of the noninformers. Furthermore 
the informers comparatively more f r e q u e n t l y e x p r e s s 
t h e i r r e asons as e t h i c a l or p e r s o n a l . 
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Summary 
S i n c e the l e n g t h of i n t e r v i e w , the t o t a l amount s a i d , 
and frequency of t o t a l u t t e r a n c e s did not d i f f e r 
s i g n i f i c a n t l y between groups i t i s s a f e to conclude t h a t 
f u r t h e r i n t e r g r o u p d i f f e r e n c e s a r e not simply a f u n c t i o n 
of t h e s e c h a r a c t e r i s t i c s of the i n t e r v i e w s . But w h i l s t 
the two groups of g.p.s do not d i f f e r i n the 
aforementioned g r o s s c h a r a c t e r i s t i c s of the i n t e r v i e w nor 
i n age. Group 1 c o n t a i n s both a b s o l u t e l y and r e l a t i v e l y 
more g.p.s who hold the M.R.C.G.P. q u a l i f i c a t i o n than 
Group 2. Furthermore, Group 1 a l l o c a t e d more t e r m i n a l 
p a t i e n t s than Group 2 and p a t i e n t s a l l o c a t e d by Group 1 
l i v e d longer than those of Group 2. T h i s suggests t h a t 
more p e r v a s i v e d i f f e r e n c e s between the g.p.s are being 
r e f l e c t e d by p l a c i n g them i n t o these two groups. On 
the b a s i s of d i f f e r e n c e s i n t h e i r i n f o r m a t i o n g i v i n g and 
w i t h h o l d i n g the 2 groups can be dubbed "informing** and 
M n o n i n f o r r a i n g M r e s p e c t i v e l y . I n order to c l a r i f y the 
d i f f e r e n c e s r e v e a l e d by the a n a l y s i s , we summarise the 
f i n d i n g s as they r e l a t e to the two groups of g.p.s, by 
way of d e s c r i b i n g the r e p o r t e d behaviour of a h y p o t h e t i c a l 
t y p i c a l member of each group. 
Informing group: The t y p i c a l doctor i n t h i s group i s 
a member of the Royal C o l l e g e of General P r a c t i t i o n e r s , 
aged 39 and a l l o c a t e d t e r m i n a l p a t i e n t s to the study. He 
t a l k s more about t e l l i n g p a t i e n t s about t h e i r i l l n e s s e s 
than h i s c o u n t e r p a r t noninformer. He t e l l s p a t i e n t s 
e x p l i c i t l y r a t h e r than i m p l i c i t l y , g i v e s r a t h e r than 
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w i t h h o l d s i n f o r m a t i o n and i n p a r t i c u l a r he t e l l s p a t i e n t s 
about treatment. The s t r a t e g i e s and t a c t i c s he adopts 
d i f f e r from those of noninformers i n t h a t they a r e 
in f o r m a t i o n conveying r a t h e r than c o n c e a l i n g . He conveys 
i n f o r m a t i o n by u s i n g s t e e r i n g q u e s t i o n s to manoeuvre 
p a t i e n t s i n t o a s k i n g r e l e v a n t q u e s t i o n s which he then 
answers; something noninformers never do. He a l s o uses 
euphemisms, h i n t s and i m p l i c a t i o n s to convey i n f o r m a t i o n 
and only i n f r e q u e n t l y evades p a t i e n t s * q u e s t i o n s . When 
t e l l i n g p a t i e n t s about t h e i r treatment he more o f t e n than 
not attempts to r e a s s u r e them as w e l l . I n coming to a 
d e c i s i o n to t e l l a p a t i e n t our t y p i c a l informer w i l l , 
l i k e any other g.p., take a number of p a t i e n t c e n t r e d 
v a r i a b l e s i n t o account. However he w i l l g ive more weight 
to p a t i e n t i l l n e s s f a c t o r s than w i l l h i s noninforming 
c o l l e a g u e s . H is aim i n t e l l i n g i s most cogently 
c h a r a c t e r i s e d as t h a t of keeping the p a t i e n t happy, and 
ma i n t a i n i n g h i s or her r e l a t i o n s h i p s with other people and 
h i m s e l f . For our informing g.p. the p a t i e n t s who are 
problematic a re those who have no i d e a or deny what i s the 
matter w i t h them. When fa c e d w i t h p a t i e n t s of t h i s s o r t 
he must i n i t i a t e i n t e r a c t i o n s with the i n t e n t i o n of making 
them aware of the nature of the i l l n e s s and i t s 
i m p l i c a t i o n s , o f t e n i n the fa c e of r e s i s t e n c e from the 
p a t i e n t . When d i s c u s s i n g reasons f o r informing 
p a t i e n t s , although he e n t e r t a i n s medical and t e c h n i c a l 
reasons, the t y p i c a l informing g.p. f e e l s these a r e of 
l e s s e r import than would h i s noninforming c o u n t e r p a r t . On 
the other hand e t h i c a l c o n s i d e r a t i o n s are more important 
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than they are f o r the noninformer. 
Noninforming group: The t y p i c a l noninforming g.p. i s not 
a member of the Royal C o l l e g e of G e n e r a l 
P r a c t i t i o n e r s , aged 42, did not a l l o c a t e a p a t i e n t to the 
study, but i f he had done so the p a t i e n t would have d i e d 
before being i n t e r v i e w e d . T h i s g.p. p o s i t i v e l y 
w i t h h o l d s i n f o r m a t i o n from h i s t e r m i n a l p a t i e n t s to a f a r 
g r e a t e r e x t e n t than an informing c o l l e a g u e . Information 
w i t h h o l d i n g i s mostly achieved by a g r e a t e r r e l u c t a n c e to 
v o l u n t e e r i n f o r m a t i o n than i s the case f o r an informing 
g.p.. The communication s t r a t e g i e s and t a c t i c s u t i l i s e d 
r e f l e c t t h i s . D e n i a l and e v a s i o n are used more commonly 
than they would be by an informer, d e n i a l o f t e n being 
accompanied by p l a c a t o r y words of r e a s s u r a n c e . Although 
euphemisms and the l i k e are r e p o r t e d l y used by the 
t y p i c a l noninforming g.p., s t e e r i n g q u e s t i o n s do not form 
p a r t of h i s reported b e h a v i o u r a l r e p e r t o i r e . Thus h i s 
a s s e r t i o n s t h a t he responds to p a t i e n t s * q u e s t i o n s a r e 
f a i r l y vacuous, s i n c e questions ( a t l e a s t the important 
ones) do not get asked. I n a way s i m i l a r to h i s 
informing c o u n t e r p a r t , a major aim f o r the t y p i c a l 
noninforming g.p. i s to keep h i s p a t i e n t happy. Yet he 
b e l i e v e s t h a t the way t h i s aim i s best achieved i s by not 
t e l l i n g the p a t i e n t , the a n t i t h e s i s of the informing 
g.p.'s approach. I f he must t e l l the p a t i e n t h i s aim i s 
more l i k e l y to be to maintain the p a t i e n t ' s r e l a t i o n s h i p s 
w i t h o t h e r people. His reasons f o r not t e l l i n g p a t i e n t s 
are predominanantly expressed i n terms of a m e d i c a l 
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r a t i o n a l e . 
D i s c u s s i o n . 
I t i s c l e a r t h a t by s p l i t t i n g the g.p.s i n t o 2 groups on 
the b a s i s of the q u a l i t a t i v e a n a l y s i s of i n t e r v i e w s 
( F i g u r e 9.01), we have r e v e a l e d a myriad of d i f f e r e n c e s i n 
the content of g.p.s* i n t e r v i e w s . C e n t r a l to our 
understanding of these d i f f e r e n c e s i s the f i n d i n g t h a t 
w h i l s t one group r e p o r t s t e l l i n g p a t i e n t s about i l l n e s s , 
the other c o n c e a l s a c o n s i d e r a b l e amount of i n f o r m a t i o n 
t h a t would be r e q u i r e d by p a t i e n t s , i f they were to have a 
thorough understanding of the i l l n e s s from which they a r e 
s u f f e r i n g . I t i s important to note t h a t the d i f f e r e n c e s 
between groups are not simply t h a t i n f o r m e r s t e l l a l l and 
noninformers t e l l nothing. For example, both groups 
r e p o r t g i v i n g p a t i e n t s d e s c r i p t i v e i n f o r m a t i o n about the 
d i s e a s e e n t i t y to s i m i l a r e x t e n t s , and withhold s i m i l a r 
s m a l l degrees of such information. I n o ther words, both 
groups t a l k about t a l k i n g r e l a t i v e l y openly w i t h 
p a t i e n t s about symptoms and the l i k e . However, when i t 
comes to e x p l a i n i n g treatment to p a t i e n t s the two groups 
d i v e r g e i n t h e i r w i l l i n g n e s s to be frank. The informing 
group withhold l i t t l e i nformation and t e l l p a t i e n t s about 
the treatment, which they a l r e a d y r e c e i v e or may i n the 
f u t u r e be o f f e r e d . The noninformers, however, e x p r e s s 
g r e a t r e t i c e n c e i n t e l l i n g p a t i e n t s about treatment, and 
w ithhold as much as they g i v e . 
One e x p l a n a t i o n of these d i f f e r e n c e s p o i n t s to the 
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i n f o r m a t i v e v a l u e to a p a t i e n t of the two s o r t s of 
i n f o r m a t i o n ; d i s e a s e e n t i t y and treatment d e s c r i p t i o n s . 
I n many ways, t a l k i n g to p a t i e n t s about symptoms 
expe r i e n c e d e t c . i s g i v i n g l i t t l e or no new information to 
the p a t i e n t . I f the p a t i e n t e x p e r i e n c e s the symptoms, 
then he or she of course knows of t h e i r e x i s t e n c e . That 
the doctor t a l k s about the symptoms with them may reduce 
p a t i e n t a n x i e t y about the s a i d symptoms, e s p e c i a l l y i f the 
g.p. m a i n t a i n s a matter of f a c t manner, f o r i t merely 
r e v e a l s t h a t they are known and to be expected 
m a n i f e s t a t i o n s of the i l l n e s s . I f the g.p. t e l l s the 
p a t i e n t of symptoms he or she can expect to experience 
t h i s w i l l reduce the shock of e x p e r i e n c i n g them when i t 
o c c u r s , again they a r e r o u t i n e and thus l e s s l i k e l y to 
provoke a n x i e t y . 
On the o t h e r hand, t e l l i n g p a t i e n t s about treatment does 
g i v e p a t i e n t s i n f o r m a t i o n . Most imp o r t a n t l y perhaps, by 
d e f i n i t i o n the t e r m i n a l p a t i e n t i s beyond c u r a t i v e 
treatment. Any d e s c r i p t i o n of treatment, which i s i n any 
way t r u t h f u l , would have to i n c l u d e a t the v e r y l e a s t an 
e x p r e s s i o n of doubt as to i t s c u r a t i v e e f f i c a c y . Even i f 
the doctor does not admit t h a t treatment aimed a t cure i s 
h o p e l e s s , he would be bound to have to admit t h a t he 
cannot guarantee the treatment w i l l work, a p o i n t to be 
taken up a g a i n i n the q u a l i t a t i v e a n a l y s i s (Chapter 1 0 ) . 
Thus, whereas i t appears t h a t the informers a r e w i l l i n g a t 
l e a s t to e x p r e s s such doubts, the noninformers a r e 
not. On those o c c a s i o n s when the noninforming g.p. i s 
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tempted to t a l k to p a t i e n t s about treatment, when, f o r 
example, i t i s l i k e l y t h a t such and such a treatment may 
provide b e n e f i t s a t l e a s t i n the s h o r t term, he may w e l l 
remain mute f o r f e a r of opening a p r o v e r b i a l Pandora's 
box. Such an e x p l a n a t i o n , w i t h the s p e c i f i c v a r i a t i o n s 
r e q u i r e d by each s o r t of i n f o r m a t i o n under c o n s i d e r a t i o n , 
probably goes f a r to e x p l a i n many of the v a r i o u s 
d i f f e r e n c e s i n t a l k between the two groups. I f th e r e i s 
a boundary to the i n f o r m a t i o n one i s w i l l i n g to impart 
about some t o p i c , one i s b e t t e r never to a l l o w t h a t t o p i c 
to become one w i t h c o n v e r s a t i o n a l p o s s i b i l i t i e s d u r i n g an 
i n t e r a c t i o n . Thus, although t h e r e were no d i f f e r e n c e s 
between groups i n the degree they expressed w i l l i n g to 
respond to p a t i e n t q u e s t i o n s , t h i s probably r e f l e c t s a 
c o n v e n t i o n a l answer being given by g.p.s to the que s t i o n , 
r a t h e r than what happens during i n t e r a c t i o n with p a t i e n t s . 
Such an i n t e r p r e t a t i o n i s supported by the f i n d i n g t h a t 
the noninforming group t a l k e d s i g n i f i c a n t l y more 
about evading and denying p a t i e n t q u e s t i o n s and 
r e a s s u r i n g p a t i e n t s , than the informing group. 
When d e c i d i n g whether or not to t e l l p a t i e n t s , the two 
g.p. groups took s i m i l a r f a c t o r s i n t o account, except t h a t 
the informing group c o n s i d e r the p a t i e n t ' s i l l n e s s when 
d e c i d i n g to t e l l , w h i l s t the noninforming group never 
r e p o r t c o n s i d e r i n g t h i s f a c t o r . There i s s t a r k c o n t r a s t 
i n the aims of the two g.p. groups i n r e s p e c t i v e l y t e l l i n g 
or not t e l l i n g p a t i e n t s . Both groups aim a t m a i n t a i n i n g 
p a t i e n t happiness, but the informing group attempt to 
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a c h i e v e t h i s by t e l l i n g , the noninforming by not t e l l i n g . 
C o n s i d e r a t i o n of the g.p.s' t a l k about p a t i e n t knowledge 
r e v e a l e d t h a t the two groups had d i f f e r e n t preoccupations. 
The noninforming group were most concerned about p a t i e n t s 
w i t h p a r t i a l knowledge, but the informing group d i d not 
d i f f e r i n the extent they t a l k e d about any p a r t i c u l a r 
l e v e l of p a t i e n t awareness. For a noninformer, a 
s u s p i c i o u s p a t i e n t i s probably problematic, s i n c e the g.p. 
must be more guarded i n h i s approach, i f he i s not to l e t 
s l i p c r u c i a l information, which he would p r e f e r to 
withhold. But such a problem does not e x i s t i n the c a s e 
of p a t i e n t s , who have no i d e a about t h e i r i l l n e s s or 
p a t i e n t s who a l r e a d y know. For the informer the l e v e l of 
p a t i e n t knowledge r e p r e s e n t s a s o r t of continuum, and i f 
the g.p. i s to t e l l a p a t i e n t , he must guide the p a t i e n t 
from ignorance through s u s p i c i o n to unambiguous knowledge. 
The reasons expressed by the two g.p. groups f o r t e l l i n g 
or not t e l l i n g p a t i e n t s , r e v e a l a major r i f t i n the 
groups' p e r s p e c t i v e s . The informing g.p.s j u s t i f i e d 
t e l l i n g i n e t h i c a l or p e r s o n a l terms, w h i l s t the 
noninforming j u s t i f i e d not t e l l i n g i n terms of the e f f e c t s 
knowing might have f o r p a t i e n t s ' medical c o n d i t i o n and 
management. 
The p a t t e r n i n g of r e s u l t s suggests t h a t g.p.s develop 
s p e c i f i c views and maintain a p a r t i c u l a r p e r s p e c t i v e on 
whether or not p a t i e n t s should be t o l d . But s t a t i n g the 
s i t u a t i o n i n such dichotomous terms i s somewhat 
mi s l e a d i n g , and i t i s to t h i s a s p e c t of the i n t e r v i e w 
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r e s u l t s t hat we c o n c e n t r a t e i n Chapter 10, drawing out the 
s u b t l e t i e s of g.p.s' approaches to t e r m i n a l p a t i e n t s . 
However, before t u r n i n g to t h i s we have to c o n s i d e r one 
f u r t h e r aspect of the r e s u l t s , the p a t i e n t a l l o c a t i o n 
r a t e s of the two groups of g.p.s. 
The 22 g.p.s were requested to a l l o c a t e p a t i e n t s to the 
study as they became t e r m i n a l l y i l l . We expected to 
o b t a i n a sample of approximately 30 such p a t i e n t s , who 
could be followed l o n g i t u d i n a l l y over a period of 6 
months. But, the number of p a t i e n t s s u c c e s s f u l l y f o l l o w e d 
was a f i f t h of the number i n i t i a l l y expected, even though 
the length of the a l l o c a t i o n p e r i o d was extended. W h i l s t 
problematic i n terms of the i n i t i a l o b j e c t i v e s of the 
study, the f a i l u r e of the design to produce the expected 
r a t e of p a t i e n t a l l o c a t i o n i s i n i t s e l f an i n t e r e s t i n g 
r e s u l t . I n Study 1 the 4 g.p.s reported no problems i n 
i d e n t i f y i n g and a l l o c a t i n g p a t i e n t s . Yet a r e l a t i v e l y 
minor change i n the d e f i n i t i o n of the r e q u i s i t e p a t i e n t s 
r e s u l t e d i n the f a i l u r e of a l l but a m i n o r i t y of Study 2 
g.p.s to i d e n t i f y and a l l o c a t e s u i t a b l e p a t i e n t s . How 
can we e x p l a i n t h i s ? Although i t i s p o s s i b l e t h a t 
t h e r e was a dearth of t e r m i n a l p a t i e n t s amongst the g.p.s 
at the time of Study 2, t h e r e i s no obvious reason to 
b e l i e v e t h i s was the case. We must assume, t h e r e f o r e , 
t h a t the f a i l u r e of the g.p.s to a l l o c a t e p a t i e n t s was a 
f u n c t i o n of the p a t i e n t i d e n t i f i c a t i o n procedure used, 
r a t h e r than r e f l e c t i n g a s t a t i s t i c a l f l u c t u a t i o n w i t h i n 
the p a t i e n t population. 
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I n Study 1 each g.p. undertook to f i n d 4 te r m i n a l p a t i e n t s 
f o r the study on agreeing to cooperate with the r e s e a r c h 
p r o j e c t . But i n Study 2 the g.p.s were asked to i d e n t i f y 
an u n s p e c i f i e d number of p a t i e n t s as they became t e r m i n a l 
over a s p e c i f i e d period of time. What seems to have 
happened i n Study 2 i s that the l e s s r i g i d c r i t e r i a 
g iven to g.p.s, r a t h e r than being e a s i e r to f u l f i l l , had 
the consequence t h a t many g.p.s d e f e r r e d a l l o c a t i n g 
p a t i e n t s . T h e r e f o r e they d i d not l a b e l p a t i e n t s as 
t e r m i n a l u n t i l i t was too l a t e f o r the purposes of t h i s 
r e s e a r c h . Thus i t seems t h a t many g.p.s are unable or 
u n w i l l i n g to i d e n t i f y a point at which p a t i e n t s move from 
being "cancer p a t i e n t s " to being " t e r m i n a l l y i l l " . Thus 
i n 15 c a s e s by the the time the g.p. a l l o c a t e d a p a t i e n t , 
t h a t p a t i e n t was so i l l t h a t he or she died or was 
hos p i t a l i s e d before he or she could be i n t e r v i e w e d . 
These 15 p a t i e n t s were a l l o c a t e d by 12 g.p.s, but 7 g.p.s 
f a i l e d to a l l o c a t e any p a t i e n t s whatsoever to the study. 
These 7 g.p.s were a l l members of Group 2, the 
noninforming g.p.s, w h i l s t those g.p.s who s u c c e s s f u l l y 
a l l o c a t e d p a t i e n t s were informing g.ps. Those g.p.s who 
u n s u c c e s s f u l l y a l l o c a t e d p a t i e n t s to the study ( i . e 
a l l o c a t e d p a t i e n t s who died before completing i n t e r v i e w s ) 
a r e s c a t t e r e d a c r o s s the c e n t r a l region of p a s s i v e 
response of F i g u r e 9.01. Although a l l g.p.s gave 
textbook d e f i n i t i o n s of t e r m i n a l i l l n e s s during i n t e r v i e w , 
t h i s p a t t e r n i n g of p a t i e n t a l l o c a t i o n suggests t h a t 
i n d i v i d u a l g.p.s d i f f e r i n the degree to which they a r e 
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w i l l i n g to acknowledge t h a t a p a t i e n t i s t e r m i n a l . 
These d i f f e r e n c e s i n w i l l i n g n e s s to accept t h a t a p a t i e n t 
i s t e r m i n a l are g e n e r a l l y c o n s i s t e n t with g.p.s' 
communicativeness. A g.p., who i s w i l l i n g to l a b e l a 
p a t i e n t as t e r m i n a l e a r l i e r during the i l l n e s s , and thus 
s u c c e s s f u l l y a l l o c a t e p a t i e n t s , i s a l s o l i k e l y to attempt 
to a c t i v e l y d i s c l o s e the nature of the i l l n e s s to the 
p a t i e n t . Other g.p.s d e f e r acknowledging the p a t i e n t ' s 
t e r m i n a l i t y u n t i l l a t e r during the i l l n e s s , and t h i s i s 
a s s o c i a t e d w i t h a more p a s s i v e response s t r a t e g y ( F i g u r e 
9.01). A f i n a l s e t of g.p.s, who tend toward a c t i v e l y 
c o n c e a l i n g the nature of the i l l n e s s from p a t i e n t s , never 
a l l o c a t e d p a t i e n t s to the study, perhaps because they 
never themselves acknowledged t h a t the p a t i e n t was 
t e r m i n a l l y i l l . T h i s i n t e r p r e t a t i o n of why these g.p.s 
f a i l e d to a l l o c a t e p a t i e n t s i s of course only one of 
many p o s s i b i l i t i e s , a l b e i t one t h a t i s c o n s i s t e n t w i t h 
the s t a t i s t i c a l l y s i g n i f i c a n t d i f f e r e n c e s found between 
the two groups of g.p.s. A l t e r n a t i v e e x p l a n a t i o n s 
i n c l u d e the p o s s i b i l i t i e s t h a t , the noninforming g.p.s 
g e n u i n e l y had no s u i t a b l e p a t i e n t s , t h a t they only took 
p a r t i n the study h a l f - h e a r t e d l y , or perhaps they d i d 
not inform the r e s e a r c h e r of s u i t a b l e p a t i e n t s f o r f e a r 
of the consequences to t h e i r p a t i e n t s ' w e l l b e i n g . But, 
although i t i s c l e a r l y i m p o s s i b l e to t o t a l l y d i s c o u n t such 
e x p l a n a t i o n s , they do not p a r s i m o n i o u s l y account f o r the 
o v e r a l l p a t t e r n i n g of our r e s u l t s . Moreover, as we s h a l l 
see i n Chapter 10, c o n s i d e r a t i o n of the r o l e f o r m u l a t i o n s 
of the g.P.s supports the h y p o t h e s i s t h a t the 
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noninforming g.p.s r e s i s t e d acknowledging t h a t the 
p a t i e n t s were t e r m i n a l l y i l l , w h i l s t o t h e r s accepted th 
more s t r a i g h t f o r w a r d l y . 
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CHAPTER 10 
Roles , s t r a t e g i e s and t a c t i c s i n g.Pv 
communication with the t e r m i n a l l y i l l : _A 
q u a l i t a t i v e a n a l y s i s of g.p. i n t e r v i e w s . 
" V e r b a l l y I don't l e a r n a nything d e f i n i t e , s i n c e i n 
d i s c u s s i n g t u b e r c u l o s i s . . . everyone drops i n t o a 
shy e v a s i v e g l a s s y eyed manner of speech." 
Franz Kafka. L e t t e r dated A p r i l 192H. 
( c i t e d i n Sontag, S., 1979). 
S t r a t e g i e s and T a c t i c s 
I n Chapter 7 we wrote of "methods" and "ways" by which 
d o c t o r s and p a t i e n t s attempt to e x e r t c o n t r o l over the 
exchange of i l l n e s s r e l a t e d i n formation. At times t h e s e 
terms may have appeared somewhat s t r a i n e d i n t h e i r use. 
I t may a l s o have occurred to the rea d e r that a word such 
as " s t r a t e g i e s " would be more ap p r o p r i a t e . T h i s c l a s s of 
term was avoided so as to prevent confusion w i t h the way 
they a r e used i n t h i s chapter. 
A number of pr e v i o u s authors, the most notable of whom i s 
Mcintosh (1974, 1977), have considered the communicative 
behaviours of doctors and p a t i e n t s i n terms of 
" s t r a t e g i e s " . I n a wideranging review of canc e r and 
communication Mcintosh wrote. 
"Few s t u d i e s e x i s t which can shed l i g h t on the 
in f o r m a t i o n seeking s t r a t e g i e s used by 
p a t i e n t s . . . For example, one ploy used by p a t i e n t s i s 
t o . . . . No one has s p e c i f i c a l l y examined the 
inf o r m a t i o n s e e k i n g s t r a t e g i e s used by cancer p a t i e n t s 
and t h e i r r e l a t i v e s . . . Medical personnel have 
developed a number of t a c t i c s f o r c o n t r o l l i n g the 
amount of in f o r m a t i o n which a p a t i e n t r e c e i v e s . One 
p r e v i o u s l y mentioned t a c t i c i s f o r doctors and n u r s e s 
to avoid i n t e r a c t i o n with p a t i e n t s whom they wish to 
mai n t a i n i n a s t a t e of c l o s e d awareness. Although 
t h i s s t r a t e g y i s used i n the case of dying p a t i e n t s , 
i t . . . . 
(Mcintosh, 1974; p.178) 
Mcintosh uses the words " s t r a t e g y " , "ploy" and " t a c t i c " as 
i f they were synonyms. The only obvious d i f f e r e n c e i n 
t h e i r use i s t h a t w h i l s t p a t i e n t s tend to implement 
" p l o y s " , medical personnel implement " t a c t i c s " , which 
perhaps connotes more c o n s c i o u s l y thought out i n t e n t i o n s . 
However, t h e r e i s no c o n s i s t e n c y i n use and we a l s o 
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f i n d p a t i e n t s u s i n g " t a c t i c s " . " S t r a t e g y " , moreover, 
appears to be used as a synonym f o r a l l the other terms. 
Mcintosh i s by no means alone i n u s i n g these terms so 
l o o s e l y . McClenahen and L o f l a n d (1976), f o r i n s t a n c e , use 
them i n e x a c t l y the same way. " S t r a t e g y " and 
" t a c t i c " a r e however not synonyms and t h e i r use as such i s 
i m p r e c i s e . 
During the 1830*s, C l a u s e w i t z i n h i s t r e a t i s e "On War" 
d i s t i n g u i s h e d s t r a t e g i e s from t a c t i c s . 
"The conduct of war, then, c o n s i s t s i n the planning 
and conduct of f i g h t i n g . . . (which) c o n s i s t s of a 
g r e a t e r or l e s s e r number of s i n g l e a c t s , each complete 
i n i t s e l f . . . c a l l e d engagements... T h i s g i v e s r i s e to 
the completely d i f f e r e n t a c t i v i t y of planning and 
e x e c u t i n g these engagements themselves, and of 
c o o r d i n a t i n g each of them wi t h the o t h e r s i n order to 
f u r t h e r the o b j e c t of the war. According to our 
c l a s s i f i c a t i o n , then, t a c t i c s t e aches the use of armed 
f o r c e s i n the engagement: s t r a t e g y , the use of 
engagements f o r the o b j e c t of the war.... The f i r s t 
i s concerned w i t h the form of the i n d i v i d u a l 
engagement, the second with i t s use. Both a f f e c t the 
conduct of marches, camps, and b i l l e t s only through 
the engagement; they become t a c t i c a l or s t r a t e g i c 
q u e s t i o n s i n s o f a r as they concern e i t h e r the 
engagement's form or i t s s i g n i f i c a n c e . . . T a c t i c s and 
s t r a t e g y a r e two a c t i v i t i e s t h a t permeate one another 
i n time and space but are n e v e r t h e l e s s e s s e n t i a l l y 
d i f f e r e n t . " 
( C l a u s e w i t z . 1976; pp.128-132) 
F u r t h e r "the a n a l y s i s must extend to the u l t i m a t e 
o b j e c t i v e , " (p.159) which permits a d i s t i n c t i o n to be 
made between ends and means. T h i s d i s t i n c t i o n a l l o w s 
an a c t i o n , such as marching, to be c o n s i d e r e d i n terms of 
the p a r t t h a t i t p l a y s i n the o v e r a l l s t r u c t u r e of the 
a c t i v i t y . We w i l l use these terms i n a way t h a t 
r e f l e c t s t h i s c l a s s i f i c a t i o n i n our a n a l y s i s , although 
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o b v i o u s l y adapting i t to the more p e a c e f u l a c t i v i t i e s t h a t 
occur during i n t e r a c t i o n s between g.p.s and p a t i e n t s . 
Such an adoption of m i l i t a r y terms i s moreover c o n s i s t e n t 
w i t h the c o n f l i c t model of the doctor p a t i e n t i n t e r a c t i o n 
now ascendant over the r e c i p r o c i t y and harmony of the 
t r a d i t i o n a l P a r s o n i a n formulation ( c . f Chapter 3 ) . 
D e f i n i t i o n of Terms As C l a u s e w i t z p o i n t s out, i n 
order to understand the i n d i v i d u a l a c t i v i t i e s , one must 
f i r s t c l a r i f y the o v e r a l l o b j e c t i v e , which he, perhaps 
c o n t e n t i o u s l y , i d e n t i f i e s i n the ca s e of waging war as the 
attainment of peace. Thus, we must c o n s i d e r the 
o b j e c t i v e s of the i n t e r a c t i o n s t h a t occur between doctor 
and p a t i e n t , and plac e f u r t h e r a n a l y s i s w i t h i n t h i s 
context. O b j e c t i v e s r e f e r s p e c i f i c a l l y to the s t a t e d 
o b j e c t i v e s of the g.p.s and as such w i l l be based on the 
e x p l i c i t responses of g.p.s to i n t e r v i e w 1, qu e s t i o n 5: 
"When t r e a t i n g someone with a t e r m i n a l i l l n e s s what i s 
your aim?" An o b j e c t i v e may c o n s i s t of a number of 
goal s , i n the same way as the o b j e c t i v e of " a t t a i n i n g 
peace" may r e q u i r e the attainment of the goal of v i c t o r y 
i n b a t t l e . S t r a t e g y r e f e r s to the o v e r a l l p l a n and 
mode of approaching a p a t i e n t adopted i n order to a t t a i n 
the o b j e c t i v e . S t r a t e g i e s normally have a temporal 
e x t e n s i o n of weeks or months of repeated c o n s u l t a t i o n s . 
They are r e c o g n i z a b l e and e x p l i c i t l y s t a t e d s t y l e s of 
i n t e r a c t i n g w i t h s p e c i f i c p a t i e n t s or groups of p a t i e n t s . 
T a c t i c s r e f e r to behaviours used ( n o r m a l l y ) i n s i n g l e 
c o n s u l t a t i o n s to a t t a i n s p e c i f i c p o s i t i o n s w i t h i n the 
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o v e r a l l s t r a t e g y . Thus a s t r a t e g y s u c h a s d i s c l o s u r e 
o v e r a p e r i o d o f time r e q u i r e s t h e d o c t o r t o w i t h h o l d 
i n f o r m a t i o n d u r i n g a c o n s u l t a t i o n e a r l y i n t h e s e r i e s ( a 
s t r a t e g i c c o n s i d e r a t i o n ) and t h u s adopt a t a c t i c i n t e n d e d 
t o a v o i d d i s c l o s u r e a t t h i s p o i n t . However, l a t e r d u r i n g 
t h e s e r i e s o f c o n s u l t a t i o n s t h e d o c t o r may have t o change 
h i s o r h e r t a c t i c s and c o n f r o n t t h e p a t i e n t so a s to 
a c t i v e l y d i s c l o s e t h e n a t u r e o f t h e i l l n e s s , a s p a r t o f 
t h e s t r a t e g i c a p p r o a c h . 
A n a l y s i s o f I n t e r v i e w s 
G.p.s* O b j e c t i v e s The s t a t e d o b j e c t i v e s o f g.p.s c a r i n g 
f o r t e r m i n a l l y i l l p a t i e n t s c a n be b r o a d l y subsumed under 
t h e g e n e r a l h e a d i n g o f p a l l i a t i o n i n a l l c a s e s . Some 
g.p.s s p e a k e x p l i c i t l y o f t h e i n h e r e n t c o n t r a d i c t i o n s 
encompassed by t h e n o t i o n o f p a l l i a t i o n . O t h e r s make no 
r e f e r e n c e t o t h e s e problems and r e f e r t o t h e r e l i e f of 
p h y s i c a l p a i n o n l y . The s t a t e d o b j e c t i v e s of t h e 22 
g.p.s a r e p r e s e n t e d i n Appendix 5. but i t i s c l e a r from 
what t h e g.p.s s a y t h a t a c e n t r a l o b j e c t i v e i n a l l c a s e s 
i s a d e s i r e t o keep t h e p a t i e n t c o m f o r t a b l e , p a i n f r e e and 
happy. Thus t h e t e c h n i c a l s i d e o f t h e m e d i c a l c a r e 
o f f e r e d r e l a t e s t o p a i n c o n t r o l and r e l i e f o f symptoms. 
Y e t a m a j o r o b j e c t i v e i n many c a s e s i s t o keep t h e 
p a t i e n t human by m a i n t a i n i n g h i s o r h e r d i g n i t y . T h i s i s 
c l e a r l y e x p r e s s e d by Dr.01, Dr.07 and Dr.08, f o r example, 
but r e f e r e n c e by some g.p.s t o " m e n t a l c o m f o r t " and 
" m a s t e r y " i s a l s o i n d i c a t i v e o f a p r e o c c u p a t i o n w i t h 
p a t i e n t d i g n i t y . T h i s a s p e c t o f t h e g.p.s* s t a t e d 
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o b j e c t i v e stands i n s t a r k c o n t r a s t to the t y p i c a l ( s i c k ) 
r o l e of the p a t i e n t . The o b j e c t i v e i s an e x p r e s s i o n of 
r e t u r n i n g to the p a t i e n t autonomy of a c t i o n , which i s 
normally r e l i n q u i s h e d when e n t e r i n g the s i c k r o l e . The 
g.p.s are as such d e s c r i b i n g t h e i r o b j e c t i v e s as u s h e r i n g 
the p a t i e n t out of the s i c k r o l e and i n t o the r o l e 
d e s c r i b e d by Noyes and Clancy (1977) as the dying r o l e . 
While these g.p.s put the emphasis on d i g n i t y , r a t h e r than 
the p h y s i c a l s u f f e r i n g and p a i n of the p a t i e n t , t h i s i s 
not to say they do not concern themselves with l o o k i n g 
a f t e r the p h y s i c a l s i d e of t h i n g s . For them pain r e l i e f 
e t c . i s a p r e r e q u i s i t e f o r the attainment of the r e a l 
o b j e c t i v e ; death w i t h d i g n i t y . There i s , of course, no 
a b s o l u t e way of judging the g.p.s* o b j e c t i v e s . D i f f e r e n t 
p a t i e n t s may f e e l more comfortable under d i f f e r e n t 
regimens and we do not have s u f f i c i e n t d ata to i d e n t i f y 
whether the p a t i e n t s ' p r e f e r e n c e s t a l l y w i t h the 
i n d i v i d u a l g.p.s' o b j e c t i v e s . 
S t r a t e g i e s of Communication 
The d e s c r i p t i o n of s t a t e g i e s used by g.p.s i s drawn from 
e x p l i c i t u t t e r a n c e s made during i n t e r v i e w , normally i n 
response to q u e s t i o n s e n q u i r i n g whether or not the g.p. 
t e l l s p a t i e n t s about t h e i r t e r m i n a l i l l n e s s . C a r e f u l 
r e a d i n g of t r a n s c r i p t s r e v e a l e d t h r e e s o r t s of s t r a t e g i e s 
adopted by the g.p.s, which e f f e c t i v e l y range a c r o s s a 
spectrum of d i s c l o s u r e to p a t i e n t s . 
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S t r a t e g y 3.: P a s s i v e r e s p o n s e to p a t i e n t Many of t h e g.p.s 
a r e a m b i v a l e n t about what t o t e l l p a t i e n t s and i n a s e n s e 
a b d i c a t e r e s p o n s i b i l i t y f o r making a d e c i s i o n . C e n t r a l 
t o t h e s t r a t e g y i s t h e a s s e r t i o n t h a t t h e g.p. o n l y 
r e s p o n d s t o p a t i e n t i n i t i a t e d q u e r i e s . Dr.11 and Dr.01 
a r e t y p i c a l : 
"No aim ( i n t e l l i n g ) a t a l l e x c e p t t h a t i f t h e y a s k , 
i f I f e l t t h a t t h e y g e n u i n e l y wanted an answer t h e n 
what i s t h e p o i n t i n t e l l i n g l i e s . . . You become 
f a i r l y i m p o r t a n t t o t h e p a t i e n t b e c a u s e i t i s what you 
g i v e them t h a t e a s e s t h e p a i n . . . I mean you've got t o 
do what t h e p a t i e n t w a n t s . . . I don't s e e any v i r t u e i n 
t r u t h f o r i t s own s a k e . . . ( i t ' s ) i n i t i a t e d by t h e 
p a t i e n t . . . B a s i c a l l y t h e way you t r e a t them i s g e a r e d 
to what t h e y a r e l i k e when you go t o s e e them... I 
don't have a c o h e r e n t p o l i c y . . . t e l l i n g and not 
t e l l i n g i s a one o f f t h i n g w i t h e a c h p e r s o n and you 
p r o b a b l y o n l y d e c i d e what y o u ' r e g o i n g t o do when you 
a r e w i t h them, c o n f r o n t e d w i t h what t h e y a s k y o u . " 
(Dr.11) 
(10.1) 
and 
" I don't make a d e t e r m i n e d e f f o r t t o t e l l , o r I don't 
go and t h i n k I am g o i n g t o t e l l t h i s p a t i e n t t o d a y . . . 
The t e l l i n g u s u a l l y e v o l v e s a f t e r t h e l o o k i n g a f t e r 
them. I t d o e s n ' t come as a s e p a r a t e phase, i t e v o l v e s 
and sometimes i t i s done, sometimes n o t . . . So you've 
got t o a c c e p t i f t h a t ' s t h e way t h e y want t o p l a y i t . 
You've got t o p l a y i t by e a r . . . T h e r e i s a b s o l u t e l y 
no r u l e , no t e c h n i q u e o r a n y t h i n g e l s e . I t j u s t 
e v o l v e s on t h e s p o t , p u r e l y t h i n k i n g on y o u r f e e t s o 
f a r a s I'm c o n c e r n e d . . . I f t h e y want t o know t h e y l e t 
you know and you've got t o d e c i d e t h e r e and t h e n what 
and how t o t e l l them, o r more l i k e l y you p l a y f o r 
t i m e . " 
(Dr.01) 
(10.2) 
But t h e r e i s wide v a r i a t i o n amongst t h e g.p.s who a s s e r t 
t h e y r e s p o n d t o p a t i e n t q u e s t i o n s . Some c l e a r l y r e s p o n d 
more r e a d i l y t h a n o t h e r s . Dr.O?*s p o s i t i o n c l e a r l y 
d i f f e r s from t h a t o f D r . O l ; 
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" U s u a l l y you d u s t c a r r y on w i t h y o u r u s u a l 
r e l a t i o n s h i p a s b e f o r e . Most of them you've s e e n o v e r 
t h e y e a r s . . . I don't d e c i d e t o t e l l them, i t ' s when 
t h e y a s k . . . l o o k me i n t h e f a c e and s a y " I ' v e s o t 
c a n c e r , h a v e n ' t I ? " . . . but v e r y few o f them s a y 
t h a t . . . I would o n l y t e l l i f t h e y a s k e d me. And i f 
th e y a s k me, i t ' s i n a way t h e y ' v e f o r c e d me i n t o i t , 
i n t o t e l l i n g them, you know what I mean. I o f t e n 
f e e l i t ' s a, i t ' s s u c h a n e g a t i v e t h i n g . " 
( D r . 0 7 ) 
( 1 0 . 3 ) 
D u r i n g i n t e r v i e w a l l t h e g.p.s e x p r e s s e d w i l l i n g n e s s t o 
answer p a t i e n t q u e s t i o n s . However, t h e y d i f f e r e d i n t h e 
s o r t s o f c a v e a t s p l a c e d around t h e i r e x p r e s s e d w i l l i n g n e s s 
to r e s p o n d t o t h e s e q u e s t i o n s . T h i s s u g g e s t s t h a t t h e r e 
a r e v a r i a b l e t h r e s h o l d s a t w h i c h g.p.s a c c e p t a 
p a t i e n t ' s q u e s t i o n a s a ge n u i n e e n q u i r y . Dr.OQ f o r 
example e x p l a i n e d : 
" I f t h e y l o o k e d me s t r a i g h t i n t h e e y e and s a i d , "have 
I got c a n c e r ? " t h e n t h e answer would be y e s . . . I 
don't t h i n k I ' v e e v e r been a s k e d by a p a t i e n t and t o l d 
a p a t i e n t . . . I t d o e s n ' t work q u i t e l i k e t h a t . " 
( D r . 0 9 ) 
(10. /i) 
W h i l s t Dr.17 s a y s : 
"So I p r e f e r t o p l a y a l o n g and a t some s t a g e o f t h e 
i l l n e s s I t h i n k t h e y a l l t u r n round and s a y "I'm d y i n g 
a r e n ' t I ? " . . . I t ' s j u s t t h a t I ' v e n e v e r come t o a 
s y s t e m whereby I c an t e l l them e a r l i e r . . . I p l a y i t 
by e a r . . . I don't know i f I l e a v e too much up t o them 
but I f i n d i t v e r y d i f f i c u l t and i t ' s p r o b a b l y a f a u l t 
I s h o u l d t h i n k . " 
( D r . 1 7 ) 
( 1 0 . 5 ) 
And Dr.15; 
" I l e t t h e p a t i e n t make t h e e n q u i r y , u n l e s s you c a n 
t e l l t h e y were, you know, w a i t i n g t o know and you can 
sometimes w i t h o u t them a c t u a l l y p u t t i n g i t i n t o 
words... I t ' s a s i f you had a n t e n n a e w h i c h p i c k up 
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v i b r a t i o n s . You can sometimes s e e t h a t someone i s 
d y i n g t o a s k you s o m e t h i n g and you can t e l l them. But 
I mean t h a t i s a q u e s t i o n w h i c h i s not v o i c e d by t h e 
p a t i e n t but i t i s a q u e s t i o n n o n e t h e l e s s . " 
( D r . 1 5 ) 
( 1 0 . 6 ) 
S t a t e d most c o g e n t l y , t h e d i f f e r e n c e s between th e g.p.s i s 
t o be found i n t h e i r a t t r i b u t i o n s t o p a t i e n t s o f 
p r e f e r e n c e s f o r knowing o r n o t knowing about t h e i l l n e s s . 
S t r a t e g y 2: A c t i v e d i s c l o s u r e Some g.p.s r e p o r t a c t i v e l y 
t e l l i n g p a t i e n t s t h e n a t u r e o f t h e i l l n e s s . The most 
e x t r e m e v e r s i o n o f t h i s i s t o be found i n D r . 0 8 ' s 
t r a n s c r i p t when he s a y s ; 
"The d e c i s i o n t o t e l l them i s a d e c i s i o n o f p r i n c i p l e . 
I c a n o n l y work w i t h t h e p a t i e n t when I'm t e l l i n g t h e 
t r u t h and I c a n ' t m a i n t a i n a l i e i n a r e l a t i o n s h i p 
w i t h a p a t i e n t . . . I t e l l e v e r y o n e . . . I n s t e a d o f j u s t 
b e i n g b r u t a l l y f o r t h r i g h t about a n y t h i n g I p r e f e r 
p e o p l e t o more o r l e s s a s k me... but i f t h e y ' r e s t i l l 
f e n c i n g , t h a t i s i f I f e e l t h e y a r e s t i l l b e i n g 
d e f e n s i v e , not a s k i n g when prompted... I w i l l s t a t e 
i t q u i t e e m p h a t i c a l l y . " 
( D r . 0 8 ) 
( 1 0 . 7 ) 
The s t r a t e g y o f p a s s i v e l y r e s p o n d i n g t o p a t i e n t q u e s t i o n s 
does not n o r m a l l y d i f f e r so v e r y g r e a t l y from t h a t o f 
a c t i v e r e v e l a t i o n i n one i m p o r t a n t way. As Dr.08 s a y s , he 
p r e f e r s p e o p l e t o a s k . Thus o n l y an a p p a r a n t l y m i n o r 
m o d i f i c a t i o n need be made t o t h e p a s s i v e r e s p o n s e 
s t r a t e g y : t h a t o f a c t i v e l y p r o m p t i n g p a t i e n t s i n t o a s k i n g . 
P a r a d i g m a t i c o f t h i s a c t i v e r e v e l a t i o n s t r a t e g y i s D r . l Q ' s 
d e s c r i p t i o n : 
" I h ave a c l e a r p o l i c y , i t ' s t o d e v e l o p p e r h a p s a 
c l o s e r r e l a t i o n s h i p w i t h t h e p a t i e n t t h a n I had 
b e f o r e h a n d i n o r d e r t h a t I may t e l l them t h e i r 
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d i a g n o s i s and d i s c u s s w i t h them how we're g o i n g to 
manage t h e i r t e r m i n a l i l l n e s s and t h a t i s b a s i c a l l y 
how I h a n d l e t h e t e r m i n a l l y i l l . . . w i t h t h e aim o f 
d e v e l o p i n g a t r u s t f u l r e l a t i o n s h i p , s o t h a t t h e y w i l l 
t e l l me t h e t r u t h and I can t e l l them t h e t r u t h . . . 
I t n o r m a l l y t a k e s me between a month and 2 months from 
f i r s t r e g a r d i n g t h a t p a t i e n t a s t e r m i n a l , b u i l d i n g up 
a d i f f e r e n t r e l a t i o n s h i p t o t h e r e l a t i o n s h i p you had 
w i t h them b e f o r e , so you can d i s c u s s more f u l l y w i t h 
them t h e i r p r o g n o s i s . . . By t h e t i m e you've b u i l t up 
t h e r e l a t i o n s h i p , a t t h e end o f i t , i t comes 
n a t u r a l l y , and you know you a r e g o i n g to do i t b e f o r e 
you go i n t o t h e house. T h e r e f o r e , i t i s ' n t t h a t 
d i f f i c u l t once you've b u i l t up t h i s r e l a t i o n s h i p . " 
(Dr.19) 
(10.8) 
T h i s g.p. m a n i p u l a t e s t h e p a t i e n t t o w a r d s m u t u a l l y and 
e x p l i c i t l y f o r m a l i s e d acknowledgement o f i l l n e s s by a 
g r a d u a l and p r o g r e s s i v e i n c r e a s e i n p a t i e n t a w a r e n e s s . 
T h i s p e r m i t s t h e g.p. t o gauge t h e pace o f r e v e l a t i o n 
v i a f e e d b a c k from t h e p a t i e n t . 
The s t r a t e g y o f r e v e a l i n g t o p a t i e n t s i s one i n w h i c h t h e 
d o c t o r prompts t h e p a t i e n t i n t o a s k i n g and t h u s r e v e a l s 
p r o g r e s s i v e l y more about t h e i l l n e s s , u n t i l t h e p a t i e n t 
o v e r t l y knows. Thus t h e s t r a t e g y o f r e s p o n d i n g t o 
p a t i e n t q u e s t i o n s merges i n t o t h a t o f a c t i v e l y r e v e a l i n g 
i n f o r m a t i o n i n two ways. F i r s t , t h e r e a r e t h e d i f f e r i n g 
i n d i v i d u a l t h r e s h o l d s to p a t i e n t demand f o r i n f o r m a t i o n a t 
w h i c h t h e g.p. i s w i l l i n g t o i m p a r t i n f o r m a t i o n . Second, 
g.p.s can i n i t i a t e p a t i e n t q u e s t i o n i n g , but o n l y Dr.08 
r e p o r t s t h a t i f t h i s does not r e s u l t i n t h e p a t i e n t a s k i n g 
t h e r e l e v a n t q u e s t i o n s t h a t he w i l l f o r c e t h e s i t u a t i o n . 
The o t h e r s f o l l o w Dr.05 who s a y s ; 
"I'm a g r e a t b e l i e v e r i n l e t t i n g them ( p a t i e n t s ) 
d i c t a t e t h e r a t e a t w h i c h t h i n g s go ahead... I t ' s 
t h e t i m i n g o f t h i s t h a t I t h i n k i s t h e most d i f f i c u l t . 
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On t h e whole I t h i n k i t i s b e t t e r i f t h e p a t i e n t 
knows, b ut I would c e r t a i n l y not f o r c e i t on them. 
But I would want most p a t i e n t s t o know b e f o r e t h e end, 
b e f o r e t h e y d i e d . " 
(Dr.05) 
(10.9) 
S t r a t e g y 3: A c t i v e c o n c e a l m e n t The c o n v e r s e of a c t i v e l y 
r e v e a l i n g t o p a t i e n t s t h e n a t u r e o f t h e i l l n e s s i s t o 
a c t i v e l y c o n c e a l t h i s i n f o r m a t i o n . One a s p e c t o f t h i s i s 
t h a t a l t h o u g h some d o c t o r s r e p o r t t h a t t h e y repond t o 
p a t i e n t q u e s t i o n s . t h e y a l s o make i t c l e a r t h a t t h e 
p a t i e n t h a s t o o v e r t l y a s k o r even f o r c e them i n t o 
a n s w e r i n g . We saw h i n t s o f t h i s i n t h e q u o t a t i o n s from 
Dr.09 and Dr.07. Even more extreme i s t h e s t r a t e g y i n 
w h i c h q u e s t i o n s posed a r e not answered and a t t e m p t s a r e 
made t o v i t i a t e i n f o r m a t i o n a l r e a d y a c q u i r e d . 
" I n e v e r t e l l them what t h e y have got. And even i f 
t h e h o s p i t a l h a s t o l d them, I t r y t o a v o i d i t . I t r y 
t o f i n d out what has been t o l d them, and get out o f 
i t , b e c a u s e I t h i n k i t i s c r u e l t o t e l l them t h a t . So 
I a l w a y s t r y to f i n d a way t o g e t them t o s e e i t 
d i f f e r e n t . . . t h a t t h e y d i d n ' t u n d e r s t a n d i t r i g h t . . . 
You know, g e t i t out t h a t i t i s a n o t h e r v e r y common 
problem, t h a t i t i s not t e r m i n a l , i t w i l l c l e a r up. 
B e c a u s e I don't b e l i e v e t o t e l l t h e p a t i e n t t h a t he 
ha s got c a n c e r and t h a t he has a few weeks t o l i v e o r 
a few months... I'm j u s t a g a i n s t i t . . . I wouldn't 
l i k e anyone t o t e l l me... I t r y t o a v o i d i t , I j u s t 
keep q u i e t . . . I h a v e n ' t e v e r mentioned i t t o a 
p a t i e n t e ven i f i t i s not t e r m i n a l . . . even i f we c a t c h 
i t e a r l y and t h e y a r e a l r i g h t . No way, b e c a u s e t h e y 
(would g e t a ) f r i g h t . . . I would n e v e r t e l l them... I 
change t h e c o n v e r s a t i o n . " 
(Dr.20) 
(10.10) 
C l e a r l y he a c t s both t o c o n c e a l i n f o r m a t i o n from 
p a t i e n t s and t o a c t i v e l y m i s l e a d p a t i e n t s who a r e i n 
p o s s e s s i o n o f a c c u r a t e i n f o r m a t i o n about t h e i r 
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i l l n e s s e s . How t h i s g.p. s p e c i f i c a l l y a t t e m p t s t o 
do t h i s , and d i s c u s s i o n o f how s u c c e s s f u l l y he may n e g a t e 
p a t i e n t knowledge o f i l l n e s s , must be l e f t o v e r u n t i l we 
c o n s i d e r t a c t i c s , a l t h o u g h t a c t i c s ( e . g . c h a n g i n g t h e 
s u b j e c t o f c o n v e r s a t i o n ) a r e r e v e a l e d by t h i s q u o t a t i o n . 
I n d i v i d u a l G.P.'s S t r a t e g i e s 
As a h e r m e n e u t i c d e v i c e to f a c i l i t a t e f u r t h e r a n a l y s i s and 
c o m p r e h e n s i o n o f i n t e r v i e w s , g.p.s were r a n k e d on t h e 
b a s i s o f t h e s t r a t e g i e s d e s c r i b e d . Rank 1 was a s s i g n e d 
t o Dr.08 a s t h e most r a d i c a l a c t i v e l y i n f o r m a t i o n 
d i s c l o s i n g g.p. and r a n k 22 t o Dr.20 as t h e most 
a c t i v e l y c o n c e a l i n g . The r a n k p o s i t i o n o f t h e 
i n d i v i d u a l g.p.s was then g r a p h i c a l l y r e p r e s e n t e d on a 
continuum o f d i s c l o s u r e w i t h Dr.08 and Dr.20 p l a c e d a t t h e 
two e x t e m i t i e s and t h e c e n t r a l r e g i o n r e p r e s e n t i n g t h e 
p a s s i v e r e s p o n s e s t r a t e g y ( F i g u r e 10.01). S i n c e t h e 
s t r a t e g i e s d e s c r i b e d by some g.p.s a l l o w e d f o r a r a n g e o f 
p o s s i b l e b e h a v i o u r s , t h i s i s i n d i c a t e d on t h e continuum. 
A l t h o u g h t h e r a n k i n g was based on an h o l i s t i c r e a d i n g o f 
i n t e r v i e w s . e x t r a c t s from i n t e r v i e w s i n d i c a t i v e o f how 
e a c h g.p.'s p o s i t i o n on t h e continuum was a s c e r t a i n e d a r e 
g i v e n i n Appendix 5. G.p.s' p o s i t i o n i n g on t h e v e r t i c a l 
a x i s h as no s i g n i f i c a n c e , but i s m e r e l y i n o r d e r t o p e r m i t 
o v e r l a p o f i n d i v i d u a l ' s p o s i t i o n i n g . The s c a l e on t h e 
h o r i z o n t a l a x i s i s o r d i n a l . 
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ACTIVELY 
REVEALING 
PASSIVE RESPONSE 
TO PATIENT 
ACTIVELY 
CONCEALING 
<05> 
<08><19> 
<02> <15><14 
< 1 6 > < OH > 
< 12 
< 
X 0 1 > <17> <18> 
< 0 7 > 
> < 1 1 > < 1 0 > 
2 1 > 
< 0 3 > <09> 
<06 > 
1 3 > < 2 2 > < 2 0 > 
F i g u r e 10.01 
Q u a l i t a t i v e p l o t of g.p.s' s t r a t e g i e s o f communication 
w i t h t e r m i n a l p a t i e n t s . 
T h i s d i a g r a m a t i c r e p r e s e n t a t i o n o f t h e g.p.s* s t r a t e g i e s 
p l a c e s Dr.08, Dr.05 and Dr.19 c l o s e t o t h e a c t i v e l y 
r e v e a l i n g end o f t h e continuum, w h i l s t Dr.09, Dr.20 and 
Dr. 22 a r e c l o s e t o t h e a c t i v e l y c o n c e a l i n g end. I n t h e 
c e n t r a l r e g i o n t h e g.p.s r e s p o n d to p a t i e n t s q u e s t i o n s , 
but a s one moves toward t h e r e v e a l i n g end t h e y r e s p o n d 
more r e a d i l y . I n t h e r e g i o n o c c u p i e d by Dr.04, Dr.14, 
Dr.12 and Dr.15 g.p.s a r e b e g i n n i n g t o t a k e more a c t i v e 
s t e p s t o p e r m i t t h e p a t i e n t t o a s k r e l e v e n t q u e s t i o n s so 
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t h a t t h e y may a n s w e r them. C o n v e r s e l y , w h i l s t t h e y may 
not p o s i t i v e l y d i s c o u r a g e p a t i e n t q u e s t i o n i n g . Dr.10 and 
Dr.18 c e r t a i n l y do not e n c o u r a g e them. To t h e r i g h t o f 
t h e r e g i o n o c c u p i e d by Dr. 10 and Dr.18, g.p.s a r e 
b e g i n n i n g t o t a k e more a c t i v e s t e p s t o b l o c k q u e s t i o n s . 
On t h e b a s i s o f t h i s a n a l y s i s of t h e g.p.s' s t r a t e g i e s we 
c o n s i d e r t h e t a c t i c s t h e y r e p o r t i m p l e m e n t i n g when 
i n t e r a c t i n g w i t h t e r m i n a l l y i l l p a t i e n t s . S p e c i f i c a l l y , 
we w i l l be l o o k i n g t o s e e i f d i f f e r e n t s t r a t e g i c approaches 
r e q u i r e t h e i m p l e m e n t a t i o n o f d i f f e r e n t t a c t i c s o f 
i n t e r a c t i o n , o r w h e t h e r s i m i l a r t a c t i c s a r e r e p o r t e d by 
g.p.s r e g a r d l e s s o f t h e i r s t r a t e g i e s . T h i s w i l l be done 
by c o n s i d e r i n g i n t u r n e a c h o f t h e t a c t i c s r e p o r t e d by 
g.p.s. A p l o t on t h e s t r a t e g i c d i s c l o s u r e continuum o f 
t h o s e g.p.s, who a r e i d e n t i f i e d a s u s i n g e a c h t a c t i c , i s 
p r e s e n t e d a t t h e b e g i n n i n g of t h e d i s c u s s i o n o f e a c h 
t a c t i c . A f t e r c o n s i d e r a t i o n o f t h e u s e o f i n d i v i d u a l 
t a c t i c s we t u r n t o d i s c u s s t h e ways i n w h i c h g.p.s' 
s t r a t e g i e s , t a c t i c s and o b j e c t i v e s i n t e r r e l a t e . To t h i s 
end we draw upon t h e r a t i o n a l i s a t i o n s f o r t h e i r b e h a v i o u r s 
p r o f f e r e d by t h e g.p.s. 
-369-
T a c t i c s of Communication 
E v a s i o n 
ACTIVELY 
REVEALING 
PASSIVE RESPONSE 
TO PATIENT 
ACTIVELY 
CONCEALING 
<02> <18> < 03 > <09> 07 > <06 > 
<10> < 13 > < 22> <20> 
21 
E v a s i o n t a c t i c s a r e r e p o r t e d by 11 g.p.s. o n l y one o f 
whom ( D r . 0 2 ) i s p o s i t i o n e d towards t h e r e v e a l i n g s i d e o f 
t h e continuum. T h i s g.p. e x p r e s s e s r e s e r v a t i o n s about t h e 
u s e o f e v a s i o n , but i n d i c a t e s t h a t on o c c a s i o n i t may be 
a p p r o p r i a t e . 
"Sometimes p a t i e n t s J u s t don't want t o know and once 
t h a t i s c l e a r you J u s t don't d i s c u s s i t . . . I t would 
c a u s e p a n i c and f o r t h e i r s a k e s you J u s t don't m e n t i o n 
i t , don't l e t i t come up." 
( D r . 0 2 ) 
( 1 0 . 1 1 ) 
Some more c e n t r a l l y p o s i t i o n e d g.p.s a l s o make s i m i l a r 
p o i n t s . 
" I might d i g r e s s i f I r e a l l y thought t h a t i t would 
h u r t t h e i r p s y c h o l o g i c a l w e l l b e i n g , I might s k i r t 
a round i t . I'm not e n t i r e l y i n f l e x i b l e e i t h e r way, 
most t i m e s I t r y and t e l l t h e t r u t h . . . but some 
p a t i e n t s t h e y J u s t don't want t o know any more, 
t h e y ' r e r e f u s i n g and i t ' s b e s t not to go too f a r . 
With them I wouldn't e l a b o r a t e and I wouldn't l e t i t 
go any f u r t h e r i n t h a t d i r e c t i o n . " 
( D r . 2 1 ) 
( 1 0 . 1 2 ) 
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T h e s e g.p.s th e n use e v a s i o n p a s s i v e l y , when i n t h e i r 
words " p a t i e n t s ,1ust don't want to know" t h e y j u s t don't 
b r i n g i t up. 
But o t h e r g.p.s a r e more a c t i v e i n t h e i r u s e o f e v a s i v e 
t a c t i c s and may use them t o p r e v e n t p a t i e n t s , who a r e 
e x p r e s s i n g i n t e r e s t i n knowing, from f i n d i n g out. We 
i d e n t i f y a number of d i f f e r e n t ways i n wh i c h t h e s e t a c t i c s 
may be used. One i s t o evade t h e q u e s t i o n by t h e 
v e r b a l r e s p o n s e g i v e n . T h i s seems to be p a r t i c u l a r l y 
f a v o u r e d by g.p.s i n t h e c e n t r a l r e g i o n o f t h e continuum 
and i t may be used to c h e c k i f a p a t i e n t r e a l l y w ants t o 
know. 
" I f t h e y a s k I might be v e r y n a u g h t y and t u r n t h e 
q u e s t i o n back on them, w h i c h i s a t r i c k I p i c k e d up i n 
h o s p i t a l . . . 'Well what do you t h i n k you've g o t ? ' You 
put t h e b a l l back i n t h e i r c o u r t a g a i n , and most l e a v e 
i t a t t h a t . But i t depends on t h e p e r s o n a l i t y o f t h e 
p a t i e n t i f you c o n f i r m what t h e y s u s p e c t , but most 
l e a v e i t a t t h a t . I f they r e a l l y want t o know t h e y ' l l 
come back t o you f o r more." 
(Dr.07) 
(10.13) 
Y e t some g.p.s l o c a t e d i n t h i s c e n t r a l r e g i o n r e j e c t 
t h e u s e o f e v a s i o n . They p r e f e r t o t a k e p a t i e n t 
q u e s t i o n s a t f a c e v a l u e , even though t h e i r s t r a t e g y i s not 
a c t i v e l y r e v e l a t o r y s i n c e ; 
"You don't do y o u r r e l a t i o n s h i p w i t h t h e p a t i e n t any 
good by e v a d i n g t h e i s s u e , b e c a u s e t h e y know p e r f e c t l y 
w e l l y o u ' r e e v a d i n g i t . I f t h e y ' r e t h a t s o r t of 
p e r s o n . . . who r e a l l y w ants t o know, t h e y a s k . Then 
you t a l k about i t q u i t e o p e n l y . , t h e y know when y o u ' r e 
e v a d i n g i t anyway so you might a s w e l l be q u i t e open." 
(Dr.11) 
(10.14) 
-371-
T h i s q u o t a t i o n a l s o e x e m p l i f i e s t h e main r e a s o n g i v e n by 
t h e more a c t i v e l y r e v e a l i n g g.p.s f o r not u s i n g e v a s i o n . 
The g.p.s on t h e b o r d e r s o f p a s s i v e r e s p o n s e and a c t i v e 
c o n c e a l m e n t a p p e a r to evade a n s w e r i n g p a t i e n t q u e s t i o n s 
more g e n e r a l l y , not d u s t a s a t e s t of p a t i e n t d e s i r e t o 
know. 
" I don't g i v e a p r o p e r answer t o t h a t , you know. We 
s l i p away o r we s a y 'Oh, f o r g e t about t h a t * . " 
( D r . 1 0 ) 
( 1 0 . 1 5 ) 
" I might s t a r t t o answer t h e q u e s t i o n , f o r 
a p p e a r a n c e s , but t h e n I might d i g r e s s . " 
( D r . 1 8 ) 
( 1 0 . 1 6 ) 
" I ' d c e r t a i n l y evade t h e i s s u e , i f t h e y ' r e a s k i n g 
by e m p h a s i s i n g what can be done and not m e n t i o n i n g 
what t h i n g s c a n n o t be done f o r them." 
( D r . 1 3 ) 
( 1 0 . 1 7 ) 
Moreover, a s e c o n d a s p e c t o f e v a d i n g becomes a p p a r a n t i n 
t h i s a r e a o f t h e continuum and i s o f t e n mentioned by t h e 
g.p.s: the n e c e s s i t y t o a v o i d t h e s u b j e c t m a t t e r 
a l t o g e t h e r . T h i s r e q u i r e s a g.p. t o c a r e f u l l y m o n i t o r 
h i s o r h e r own performance, so a s not t o s a y a n y t h i n g 
w h i c h may e i t h e r draw t h e p a t i e n t ' s a t t e n t i o n t o t h e 
t o - b e - a v o i d e d s u b j e c t o r a l l o w i t to become a 
p e r m i s s i b l e t o p i c of c o n v e r s a t i o n . T h i s must a l l be 
a c h i e v e d w i t h o u t a l e r t i n g t h e p a t i e n t t o t h e f a c t t h a t t h e 
t o p i c i s taboo, w h i c h i n i t s e l f would i n d i c a t e t h a t t h e r e 
i s a problem. 
"You have t o be c a r e f u l not t o m e n t i o n i t c a s u a l l y i n 
c o n v e r s a t i o n i n any form w h a t s o e v e r . " 
(Dr.18) 
(to. >?) 
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The more a c t i v e c o n c e a l e r s a r e i n many ways s i m i l a r , but 
ten d t o t a k e t h e i r e v a s i o n s f u r t h e r , and appear t o use 
e v a s i o n r o u t i n e l y i n t h e i r i n t e r a c t i o n s w i t h p a t i e n t s . 
" I j u s t don't g i v e i t away... I a l w a y s t r y to a v o i d 
a n s w e r i n g i t . . . I a l w a y s t r y to f i n d a way out o f t h e 
answer, you know, you s a y non-commital t h i n g s . . . o r I 
t r y t o be c h e e r f u l and I change t h e c o n v e r s a t i o n . " 
(Dr.20) 
(10.19) 
" I n o r m a l l y J u s t s k i r t around i t . I don't f i n d i t 
d i f f i c u l t " 
(Dr.03) 
(10.20) 
As w i t h t h e b o r d e r l i n e c o n c e a l e r s t h e y r e c o g n i s e t h e need 
t o a v o i d t h e s u b j e c t m a t t e r a l l t o g e t h e r f o r t h e t a c t i c t o 
be r e a l l y s u c c e s s f u l : 
" I t i s more d i f f i c u l t b e i n g more guarded i n what you 
s a y and what you do, but i f you do i t p r o p e r l y and 
n e v e r l e t i t come up, I t h i n k c a n g e t away w i t h i t . 
You have t o be c a r e f u l . " 
(Dr.06) 
(10.21) 
The most e x t r e m e v e r s i o n o f e v a s i o n was d e s c r i b e d by t h e 
most extreme o f t h e a c t i v e c o n c e a l e r s . I n t h e s e c a s e s 
p h y s i c a l e v a s i o n o f t h e p a t i e n t i s us e d and Dr.20 
e x p l a i n s t h a t he had d e a l t w i t h s i t u a t i o n s w h i c h became 
p r o b l e m a t i c f o r him i n t h i s way on more t h a n one o c c a s i o n . 
" I d i d n ' t t e l l t h i s woman a n y t h i n g . . . I n f a c t t o g e t 
out o f i t I s e n t one o f my c o l l e a g u e s t o go i n s t e a d o f 
me, b e c a u s e s h e ' d put me i n a c o r n e r . She wanted t o 
know wha t ' s happening, and I c o u l d n ' t s a y s h e would 
g e t b e t t e r . . . So I s e n t my p a r t n e r , you know, and 
t h a t worked ' c a u s e she d i d n ' t know him. I t o l d him I 
c o u l d n ' t t e l l h e r t h a t s h e had c a n c e r and s h e wanted 
t o know, so he went... I don't t h i n k he t o l d h e r 
a n y t h i n g , s h e wouldn't have a s k e d him. But I n e v e r saw 
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h e r a g a i n . f f 
( D r . 2 0 ) 
( 1 0 . 2 2 ) 
The r e p o r t e d u s e o f e v a s i o n a s a t a c t i c i s t h u s h i g h l y 
c o n g r u e n t w i t h t h e s t r a t e g i e s adopted by t h e g.p.s. 
E v a s i o n i s a p r e f e r r e d t a c t i c f o r t h e a v o i d a n c e o f 
r e v e l a t i o n , but to be r e a l l y s u c c e s s f u l i t r e q u i r e s not 
o n l y e v a d i n g t h e i s s u e but d o i n g so c o v e r t l y . Some g.p.s 
c o n s i d e r t h i s f e a t u r e o f e v a s i o n t o be p r o b l e m a t i c and 
t h a t t h e r i s k o f f a i l u r e m i t i g a t e s a g a i n s t i t s u s e . 
O t h e r s r e j e c t t h e use of e v a s i o n on t h e grounds t h a t i t i s 
i n c o m p a t i b l e w i t h t h e i r s t r a t e g i c o b j e c t i v e s o f 
r e v e l a t i o n . 
D e n i a l 
ACTIVELY PASSIVE RESPONSE ACTIVELY 
REVEALING TO PATIENT CONCEALING 
< 01> < 1 7 > <18> < 0 3 > < 0 9 > 
< 0 7 > < 0 6 > 
< 12 > < 1 1 > <10> < 13 > < 2 2 > < 2 0 > 
< 2 1 > 
111 g.p.s r e p o r t t h e u s e o f d e n i a l and a s i n t h e p r e v i o u s 
s e r i e s o f i n t e r v i e w s two forms o f d e n i a l a r e a p p a r a n t ; t h e 
" o u t r i g h t l i e " and t h e " w h i t e l i e " . None o f t h e g.p.s 
c l e a r l y p o s i t i o n e d i n t h e r e v e a l i n g a r e a o f t h e 
continuum r e p o r t e v e r l y i n g t o p a t i e n t s . R e p o r t o f t h e 
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u s e o f d e n i a l f i r s t o c c u r s on t h e b o r d e r w i t h t h e 
p a s s i v e l y r e s p o n d i n g r e g i o n , and Dr.21 i s t y p i c a l . 
"I'm u s u a l l y s t r i c t l y h o n e s t , but I don't p e r h a p s t e l l 
t h e whole t r u t h . . . W e l l i f you t e l l them a d i r e c t l i e , 
you know you s t a r t down a d i f f i c u l t r o a d b e c a u s e you 
c a n ' t e v e r go back on t h a t o r t h e y may p e r h a p s f e e l 
you a r e n o t v e r y good a t y o u r j o b o r t h a t you a r e 
d e l i b e r a t e l y m i s l e a d i n g them. So sometimes I might, 
w e l l , on one o r two o c c a s i o n s I have not t o l d t h e 
whole t r u t h , b e c a u s e I d i d n ' t t h i n k t h e p a t i e n t c o u l d 
cope w i t h i t . . . I t r y to a s s e s s t h e p a t i e n t ' s needs 
and I might be a l i t t l e more o p t i m i s t i c t h a n i s 
p e r h a p s j u s t i f i e d . You know, g i v e t h e b e s t c a s e not 
t h e w o r s t c a s e ( a n a l y s i s ) . " 
( D r . 2 1 ) 
( 1 0 . 2 3 ) 
T h e s e " w h i t e l i e s " a r e i n f a c t t h e o n l y form o f d e n i a l 
r e p o r t e d a s b e i n g used t o t h e l e f t o f c e n t r e o f t h e 
continuum. But a t t h e c e n t r e some o f t h e g.p.s do s u g g e s t 
t h a t on o c c a s i o n t h e y may t e l l t h e odd o u t r i g h t l i e , but 
t h i s i s not r o u t i n e . 
"You know when i t i s r i g h t t o s a y , 'good l o r d no!., o f 
c o u r s e you h a v e n ' t , what a s i l l y i d e a ! ' " 
( D r . 0 7 ) 
(10.2U) 
As we move t o t h e r i g h t o f t h i s c e n t r a l r e g i o n t h e 
o u t r i g h t l i e becomes more commonly r e p o r t e d a s r o u t i n e and 
i t a p p e a r s t h e l i e s become more e x c e s s i v e . The f o l l o w i n g 
q u o t a t i o n s e x e m p l i f y t h i s p r o g r e s s i o n t o w a r d s more 
o u t r i g h t l y i n g , a l t h o u g h , of c o u r s e , t h e " w h i t e l i e " does 
n o t d i e o u t . 
" I f he does a s k , I have t o s i t and t a l k w i t h him q u i t e 
a t l e n g t h . I am t e l l i n g them about what t h e t h i n g i s 
and m o s t l y we have t o t e l l him much more about t h e 
p r o g n o s i s , a t l e a s t t h e b e t t e r p a r t s o f i t , o r t h e y 
w i l l be b e t t e r but i t ' l l be some t i m e . " 
( D r . 1 0 ) 
( 1 0 . 2 5 ) 
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H I l e a v e i t e n t i r e l y up to t h e p a t i e n t to a s k , I would 
not v o l u n t e e r i t t o anybody... i f somebody a s k e d me 
d i d he have s u c h and s u c h w e l l f a i r enough but I 
would t r y and p a i n t a r e l a t i v e l y b r i g h t 
p i c t u r e . . . I don't r o u t i n e l y t e l l I ' d be o p t i m i s t i c 
about t h e outcome, about what can be done, emphasing 
what c a n be done, not mention t h i n g s t h a t c a n n o t be 
done... Sometimes I might t a k e t h a t f u r t h e r , a l t h o u g h 
t h e y were o b v i o u s l y t e r m i n a l t o s a y t h e r e a r e p o s i t i v e 
t h e r a p e u t i c s t e p s you can t a k e . " 
( D r . 1 3 ) 
( 1 0 . 2 6 ) 
" I f t h e y as k , I o n l y answer t h e i r q u e s t i o n s r e a l l y . 
W e l l i t depends, t h a t ' s not r e a l l y t r u e . . . W e l l I 
don't t e l l p e o p l e I t h i n k i t i s u n f a i r to t e l l them... 
so you g i v e them peace o f mind i f i t i s p o s s i b l e 
r e a l l y . S u g g e s t t h a t p e r h a p s i t i s not p h y s i c a l l y a s 
b l a c k a s a l l t h a t . . . (One p a t i e n t ) s a i d he wanted t h e 
t r u t h and I s a i d I d i d n ' t know e x a c t l y what i t was, he 
would have t o have an x - r a y . . . but i t would p r o b a b l y 
be an u l c e r . I n a l l p r o b a b i l i t y i t was a tumour but 
I d i d n ' t s a y t h a t . . . And he had an o p e r a t i o n . . . so 
d u r i n g h i s i l l n e s s we p l a y e d i t a l o n g l i k e t h i s a l l 
t h e t i m e . We t a l k e d about how he was g o i n g t o g e t 
b e t t e r . . . but t h a t a f t e r t h e o p e r a t i o n t h a t i t was 
g o i n g t o t a k e a l o n g time to g e t b e t t e r b e c a u s e o f h i s 
age, and he would be t i r e d and weak b e c a u s e o f t h e 
o p e r a t i o n . . . and he n e v e r knew th e t r u t h . " 
( D r . 0 3 ) 
( 1 0 . 2 7 ) 
"They w i l l a s k t h i n g s l i k e , ' d o c t o r do you t h i n k I 
w i l l b e n e f i t from go i n g t o t h e h o s p i t a l ? ' I s a y ' y e s , 
my you w i l l b e n e f i t ' even i f I don't t h i n k t h e y 
w i l l . . . No, I do not t e l l them... I may t e l l l i e s 
l i k e I s a y , 'we have got a l e t t e r from t h e h o s p i t a l 
t h a t t h e y a r e hoping you w i l l be a l r i g h t w i t h i n t h e 
n e x t few months o r so, but you need to g e t o v e r t h e 
o p e r a t i o n . ' I don't know I might be wrong but i t 
p l e a s e s t h e f a m i l i e s . " 
( D r . 2 0 ) 
( 1 0 . 2 8 ) 
T r e a t m e n t i n i t s e l f can be used as an a d j u n c t t o v e r b a l 
d e n i a l a s r e v e a l e d by what Dr.09 has t o s a y ; 
" I mean I have even gone t o t h e s t a g e o f l y i n g t o 
p a t i e n t s and s a y i n g I ' v e g i v e n them t r e a t m e n t f o r 
t h i s c o n d i t i o n , when what I'm d o i n g i s g i v i n g them 
p l a c e b o s so t h a t t h e y don't t h i n k t h a t I ' v e d u s t g i v e n 
up t r y i n g t o c u r e them... I would r a t h e r t e l l a l i e 
t o a p a t i e n t t o l e t them t h i n k you a r e d o i n g s o m e t h i n g 
c o n s t r u c t i v e . " 
(Dr.09) 
(10.29) 
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T h i s i s t h e o n l y o c c a s i o n on w h i c h a g.p. a d m i t s t o 
a d m i n i s t e r i n g a p l a c e b o a s a s u p p o s e d l y c u r a t i v e t r e a t m e n t 
t o t e r m i n a l l y i l l p a t i e n t s . But o t h e r g.p.s admit, 
g i v i n g s i m i l a r r e a s o n s , t o r e l u c t a n c e i n c u r t a i l i n g r a d i o -
o r c h e m o - t h e r a p i e s , even though t h e y r e c o g n i s e t h a t t h e s e 
t r e a t m e n t s a r e h a v i n g l i t t l e o r no e f f e c t . Moreover, 
many o f t h e g.p.s, who d i d not e x p r e s s i n f o r m a t i o n 
r e v e a l i n g s t r a t e g i e s , b l u r t h e d i s t i n c t i o n between 
p a l l i a t i v e and c u r a t i v e t r e a t m e n t when communicating w i t h 
t h e i r p a t i e n t s . 
"We would c e r t a i n l y not be s a y i n g t h e r e i s n o t h i n g 
more we c a n do f o r you. T h e s e two t h i n g s a r e e n t i r e l y 
d i f f e r e n t . " 
( D r . 0 1 ) 
( 1 0 . 3 0 ) 
" I t e n d t o be o p t i m i s t i c w i t h t h e s e c h a p s . I a l w a y s 
t e l l them t h e r e i s some hope and i t ' s n o t e n t i r e l y a 
l i e , b e c a u s e most o f them do have some form o f 
t r e a t m e n t . " 
( D r . 1 7 ) 
( 1 0 . 3 1 ) 
" I n some d i s e a s e s t h e y a r e r e a l l y happy t h a t you a r e 
g o i n g t o be a b l e t o do s o m e t h i n g f o r them, t h e 
p a t i e n t . And some we know t h a t t h i s p a t i e n t i s g o i n g 
t o d i e anyway. I can s e e i t i n f r o n t o f my e y e s and 
t h e o n l y t h i n g I c a n do i s t o g i v e some a n a l g e s i c s you 
know and n a r c o t i c s , t o knock t h e p a i n out, but t h e r e 
i s n o t h i n g I c a n do by way o f c u r a t i v e t r e a t m e n t . So 
you s a y n o t h i n g about t h e d i f f e r e n t m e d i c i n e s . . . o r 
you s a y you w i l l be a l r i g h t w i t h t h i s m e d i c i n e and you 
w i l l be b e t t e r . " 
( D r . 1 0 ) 
( 1 0 . 3 2 ) 
From t h e q u o t a t i o n s d e s c r i b i n g d e n i a l i t i s c l e a r t h a t i t 
i s o f t e n a s s o c i a t e d w i t h t h e u s e o f u n c e r t a i n t y , a 
c a t e g o r y of c o m m u n i c a t i v e t a c t i c n o t i d e n t i f i e d i n o u r 
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p r e v i o u s s e t o f i n t e r v i e w s , but i n c l u d e d i n t h e c o n t e n t 
a n a l y s i s on t h e b a s i s of f i n d i n g s from o t h e r r e s e a r c h . I t 
i s t o u n c e r t a i n t y t h a t we now t u r n . 
U n c e r t a i n t y 
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U n c e r t a i n t y i s a t a c t i c w h i c h was not r e p o r t e d by t h e 
g.p.s i n o u r p r e v i o u s s t u d y but 13 o f t h e 22 g.p.s i n t h i s 
s e t o f i n t e r v i e w s r e p o r t u s i n g u n c e r t a i n t y i n t h e i r 
i n t e r a c t i o n s w i t h t e r m i n a l p a t i e n t s . The m a j o r i t y o f 
t h e s e g.p.s a r e t o be found i n t h e p a s s i v e r e s p o n s e t o 
p a t i e n t q u e s t i o n s r e g i o n o f t h e continuum. We c o n s i d e r 
t h e u s e o f u n c e r t a i n t y by t h e a c t i v e c o n c e a l e r s f i r s t . 
B oth Dr.03 and Dr.20 u s e u n c e r t a i n t y a s a way t o g e t o u t 
o f a n s w e r i n g p a t i e n t q u e s t i o n s . 
" I j u s t s a i d I am s o r r y I don't have t h e f u l l ( r e p o r t 
o f t h e ) i n v e s t i g a t i o n from t h e h o s p i t a l y e t . " 
( D r . 2 0 ) 
( 1 0 . 3 3 ) 
The u s e o f u n c e r t a i n t y i n t h i s way r e s e m b l e s t h e e v a s i v e 
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r e s p o n s e to a p a t i e n t q u e s t i o n . I n t h e s p e c i f i c c a s e 
r e f e r r e d t o by Dr.20 (10.33)« i t was t r u e t h a t he d i d not 
have t h e r e p o r t back from t h e h o s p i t a l , and t h i s 
e x p r e s s i o n o f u n c e r t a i n t y was not a l i e a s s u c h . 
However, Dr.20 i s a l s o w i l l i n g t o l i e about h i s 
u n c e r t a i n t y and i n t h e s e c a s e s i t i s c l e a r t h a t 
u n c e r t a i n t y i s u s e d as a form o f d e n i a l ; 
" I would d u s t s a y w e l l t h e y h a v e n ' t f i n i s h e d t h e i r 
t e s t s and i n v e s t i a t i o n s y e t . And sometimes I t e l l a 
l i e t h a t I am s t i l l w a i t i n g f o r t h e l e t t e r from t h e 
h o s p i t a l . . . ( I n one c a s e ) I s a i d I w i l l g et t h e 
r e p o r t i n due c o u r s e but I a l r e a d y knew th e r e p o r t , 
but t h a t i s one way t o g e t out o f t h e h o u s e . " 
( D r . 2 0 ) 
( 1 0 . 3 4 ) 
F i n a l l y Dr. 20 e x p r e s s e s u n c e r t a i n t y a s a way i n w h i c h t o 
p e r s u a d e t h e p a t i e n t t o a t t e n d a h o s p i t a l c l i n i c t o s e e 
t h e c o n s u l t a n t , w i t h o u t r e v e a l i n g t o t h e p a t i e n t t h a t he 
i s p a r t i c u l a r l y c o n c e r n e d about h e r o r h i s h e a l t h . 
"A l o t o f p a t i e n t s I t e l l them we a r e s e n d i n g them t o 
t h e h o s p i t a l f o r a s e c o n d o p i n i o n . " 
( D r . 2 0 ) 
( 1 0 . 3 5 ) 
A g a i n t h i s i s not c o m p l e t e l y u n t r u e , s i n c e h i s p r i m a r y 
d i a g n o s i s i s o n l y a h y p o t h e s i s and he has not got t h e 
t e c h n o l o g i c a l f a c i l i t i e s t o hand t o c a r r y out t h e t e s t s 
r e q u i r e d t o c o n f i r m o r r e f u t e i t . 
Dr.03 a l s o r e p o r t s u s i n g u n c e r t a i n t y i n c a s e s where t h e 
p a t i e n t has been t o l d t h e d i a g n o s i s by someone o t h e r t h a n 
h e r s e l f , and i s now e n q u i r i n g about t h e p r o g n s i s . Under 
t h e s e c i r c u m s t a n c e s s h e r e p o r t s s h e would s a y ; 
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"We c a n ' t p r e d i c t e x a c t l y what t h e c o u r s e w i l l be and 
i t i s p o s s i b l e i t w i l l remain d u s t a s i t i s f o r q u i t e 
a l o n e t i m e and t r e a t m e n t may put i t back a l o n g 
way... I f t h e y a s k e d how l o n g t h e y had t o l i v e I 
t h i n k I would have t o s a y you c a n ' t be a c c u r a t e and 
you c o u l d be pr o v e d wrong o v e r and o v e r a g a i n . . . I 
t h i n k you have t o s a y you c a n ' t s e e i n t o t h e f u t u r e . " 
( D r . 0 3 ) 
( 1 0 . 3 6 ) 
Thus t h e s e d o c t o r s a r e c o n v e y i n g r e s t r i c t e d i n f o r m a t i o n i n 
t h e i r i n t e r a c t i o n s w i t h p a t i e n t s by t h e i r u s e o f 
u n c e r t a i n t y t a c t i c s . They u s e u n c e r t a i n t y a s p a r t o f 
t h e i r i n f o r m a t i o n c o n c e a l i n g s t r a t e g i e s . I t i s a l s o 
n o t e w o r t h y t h a t Dr.03 s p e a k s i n t h e c o n d i t i o n a l and a t no 
tim e d u r i n g h e r i n t e r v i e w does s h e i n d i c a t e t h a t s h e has 
e v e r had t o f a c e t h e h y p o t h e t i c a l s i t u a t i o n of a p a t i e n t 
a s k i n g how l o n g he o r s h e had t o l i v e . T h i s s u g g e s t s 
t h a t s h e does not l e t t h e s i t u a t i o n a r i s e i n w h i c h a 
p a t i e n t was p r e s s i n g f o r s u c h i n f o r m a t i o n . 
Dr.15 s p e a k s v e r y s i m i l a r l y t o Dr.03 about t h e u s e o f 
u n c e r t a i n t y , p o i n t i n g out t h a t he i s o n l y t a l k i n g i n t e r m s 
o f p r o g n o s i s and t h a t he r e a l l y i s u n a b l e t o ans w e r t h e 
q u e s t i o n s . But whe r e a s Dr.03 may be a t t e m p t i n g t o make 
t h e f u t u r e a p p e a r more r o s e y and i s s p e a k i n g 
h y p o t h e t i c a l l y , Dr.15 m e r e l y i n d i c a t e s t h a t i t i s 
i m p o s s i b l e t o p r e d i c t t h e time c o u r s e w i t h any a c c u r a c y . 
F u r t h e r m o r e , he i s c l e a r l y s p e a k i n g about a s i t u a t i o n 
w h i c h r e g u l a r l y o c c u r s . 
"The ones I'm v i s i t i n g a t t h e moment a l l know e x a c t l y 
what t h e y ' v e g o t . We don't d i s c u s s how l o n g t h e y ' v e 
got, b e c a u s e I ' v e made i t c l e a r I c a n ' t r e a l l y s a y . 
One o f them a s k e d me, 'am I l i k e y o u r o t h e r p a t i e n t s 
l i k e t h i s o r am I worse o r am I b e t t e r ? ' you know t h i s 
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s o r t o f t h i n g . A l l you can s a y i s ; 'Everybody i s 
d i f f e r e n t , someone might have a n a s t y b r e a s t c a n c e r o r 
s i m p l y a weak h e a r t , and t h e h e a r t w h i c h d o e s n ' t l o o k 
l i k e a r e a l problem might g e t them b e f o r e the p e r s o n 
w i t h c a n c e r . ' Or s o mething l i k e t h a t . " 
( D r . 1 $ ) 
( 1 0 . 3 7 ) 
Dr.05 and Dr.19 a l s o r e p o r t t h e u s e o f u n c e r t a i n t y , but 
t h e y both a s s e r t t h a t i t i s o n l y used e a r l y on d u r i n g t h e 
i l l n e s s , f o r example, when the d i a g n o s i s s t i l l r e q u i r e s 
c o n f i r m a t i o n o r b e f o r e t h e i l l n e s s i s c l e a r l y not 
r e s p o n d i n g t o t r e a t m e n t . Thus t h e i r u s e o f u n c e r t a i n t y 
e x p r e s s e s a r e a l c l i n i c a l u n c e r t a i n t y . They both 
r e c o g n i s e t h a t t h e e x p r e s s i o n o f t h e p r o b a b l e , but s t i l l 
t e n t a t i v e , d i a g n o s i s p l a y s a s p e c i f i c f u n c t i o n w i t h i n 
t h e i r s t r a t e g i e s o f a c t i v e r e v e l a t i o n . 
" I f t h e r e i s g o i n g t o be some t r e a t m e n t , w e l l t h e n 
o b v i o u s l y t h e s o o n e r t h a t you i n s t i t u t e t h e t r e a t m e n t 
t h e b e t t e r . . . So i n i t i a l l y you send them f o r 
t e s t s . And q u i t e o f t e n you can s e e i t i s g o i n g 
t h r o u g h t h e i r minds, i s i t c a n c e r ? And then you can 
s a y i t might be, but w e ' l l have t o s e e , we need to do 
some t e s t s , i t may be one o f a number of t h i n g s . But 
when t h a t happens i t ' s sometimes e a s i e r l a t e r on, 
b e c a u s e i f t h e t e s t s a r e p o s i t i v e i t ' s c l e a r l y not 
s u c h a s h o c k . I don't know t h a t I ' v e e v e r had anyone 
who has e i t h e r broken down o r r e a c t e d h y s t e r i c a l l y . 
They may be s u r p r i s e d but i n a way i t i s sometimes 
much e a s i e r t h a n you'd t h i n k . " 
( D r . 0 5 ) 
( 1 0 . 3 8 ) 
I t i s amongst t h e p a s s i v e r e s p o n d i n g d o c t o r s t h a t t h e 
d i f f e r e n t f u n c t i o n s o f t h e u n c e r t a i n t y t a c t i c a r e most 
c l e a r l y r e v e a l e d . The use t o w h i c h t h e y put u n c e r t a i n t y 
i s s l i g h t l y d i f f e r e n t t o d o c t o r s s u c h a s Dr.20 and Dr.03 
and even Dr.15- F o r them, i t seems, t h e main f u n c t i o n o f 
u n c e r t a i n t y i s t o t a k e t h e edge o f f o f t h e i n f o r m a t i o n , 
w h i c h t h e y a r e r e v e a l i n g i n r e s p o n s e t o p a t i e n t s ' 
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q u e s t i o n s . A l t h o u g h both d i a g n o s t i c and p r o g n o s t i c 
i n f o r m a t i o n i s r e f e r r e d to by t h e s e g.p.s, i t i s t h e 
d i a g n o s t i c i n f o r m a t i o n w h i c h t h e y t a l k e d about most and 
c l e a r l y t h e p r o g n o s t i c q u e s t i o n s a r e l e s s r o u t i n e . Dr.21 
d e s c r i b e s q u i t e c o g e n t l y t h e t y p i c a l u s e o f u n c e r t a i n t y . 
" I might u s e some o f t h a t u n c e r t a i n t y to my a d v a n t a g e 
and s a y *We've done t h i s and we've t a k e n s a m p l e s , and 
we're a w a i t i n g t h e outcome o f t h e t e s t s . ' I 
don't t h i n k t h a t i s u n r e a s o n a b l e . I t h i n k p e o p l e 
u n d e r s t a n d t o d a y t h a t one has t o do c o n s i d e r a b l e 
f u r t h e r i n v e s t i g a t i o n and t h a t i s a r e a s o n a b l e l e a d 
i n t o t h e d i a g n o s i s . 'I'm a f r a i d t h e r e a r e some 
s u s p i c i o u s c e l l s t h e r e and we won't know u n t i l t h e 
t e s t s . ' I mean I don't b l u n d e r i n and s a y , ' y e s , 
i t ' s c a n c e r . . . ' I u s e i t t o l e a d them i n t o i t . " 
( D r . 2 1 ) 
( 1 0 . 3 9 ) 
I n summary, t h e g.p.s* use o f u n c e r t a i n t y i s s i m i l a r t o 
t h a t d e s c r i b e d by D a v i s ( 1 9 6 0 ) , b u t t h e g.p.s have 
c o n s i d e r a b l y more scope f o r i t s u s e t h a n d i d t h e d o c t o r s 
on D a v i s ' p o l i o ward. F i r s t , t h e g.p., a s a g e n e r a l i s t , 
can l e g i t i m a t e l y c l a i m i g n o r a n c e about a s p e c i a l i s t a r e a 
o f knowledge and t h u s d e c l i n e t o answer a p a t i e n t ' s 
q u e s t i o n s . T h i s i s an o p t i o n w h i c h i s not open t o a 
s p e c i a l i s t w i t h o u t c a s t i n g doubt on h i s o r h e r competence 
qua s p e c i a l i s t . Second, t h e g.p. does not have d i r e c t 
a c c e s s t o t h e t e c h n o l o g y o f d i a g n o s i s and t r e a t m e n t , and 
t h e l i n e s o f communication between g.p., c o n s u l t a n t and 
l a b o r a t o r y a r e f o r t h e p a t i e n t o f unknown r e l i a b i l i t y . 
T h e r e i s , f o r example, i n e v i t a b l y d e l a y between a t e s t 
b e i n g c a r r i e d o u t and t h e r e s u l t b e i n g communicated t o 
t h e g.p.. Most p a t i e n t s have l i t t l e i d e a o f how l o n g 
l a b o r a t o r y a n a l y s i s t a k e s and what i s a r e a s o n a b l e d e l a y 
b e f o r e a g.p. i s i n f o r m e d o f t h e r e s u l t o f a t e s t o r t h e 
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outcome o f t r e a t m e n t . G.p.s a r e aware o f t h e i r p a t i e n t s ' 
l a c k o f knowledge about t h e s e l i n e s o f c ommunication and 
can u s e t h i s so a s t o e x t e n d t h e p e r i o d d u r i n g w h i c h 
u n c e r t a i n t y c a n be c l a i m e d . U n c e r t a i n t y can t h u s be u s e d 
by g.p.s f u n c t i o n a l l y t o a v o i d g i v i n g i n f o r m a t i o n t o 
p a t i e n t s , a s i s done by g.p.s i n c l i n e d t o c o n c e a l m e n t . 
On t h e o t h e r hand, t h e u n c e r t a i n t y e x p r e s s e d by r e v e a l e r s 
n o r m a l l y r e f l e c t s r e a l c l i n i c a l u n c e r t a i n t y . To t h e 
d e g r e e t h i s h a s a f u n c t i o n a l s i g n i f i c a n c e , i t s e r v e s a 
d i f f e r e n t p u r p o s e , t h a t o f b r e a k i n g t h e news more g e n t l y 
t o t h e p a t i e n t . 
Prompting 
A C T I V E L Y P A S S I V E RESPONSE A C T I V E L Y 
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The u s e o f prompting, o r s t e e r i n g q u e s t i o n s , i s r e p o r t e d 
by 7 o f t h e 22 g.p.s, a l l o f whom l i e to t h e l e f t o f 
c e n t r e o f t h e continuum. The f o l l o w i n g q u o t a t i o n s t y p i f y 
t h e way i n w h i c h p r o m p t i n g i s u s e d by g.p.s, and t h e way 
t h a t t h e d e g r e e o f p r o m p t i n g c h a n g e s a s one moves i n 
t o w a r d s t h e c e n t r a l p a s s i v e r e s p o n s e a r e a o f t h e 
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continuum Dr.19. f o r example. prompts p a t i e n t s more 
o v e r t l y t h a n does Dr.01. The l a t t e r u s e s t h e f a i l u r e o f 
t h e p a t i e n t t o t a k e up h i s prompt a s e v i d e n c e t h a t t h e 
p a t i e n t does not 'want t o know, and t h e r e f o r e makes no 
f u r t h e r m e n t i o n o f t h e i s s u e t o s u c h p a t i e n t s . 
" I g e n e r a l l y a s k them what t h e y have been t o l d b e c a u s e 
q u i t e o f t e n t h e y a r e a t t e n d i n g h o s p i t a l o r have 
a t t e n d e d h o s p i t a l . And I s a y , w e l l t a k e a c a r c i n o m a 
o f t h e l u n g r e c e n t l y . He s a i d he'd been t o l d t h a t he 
had t h i s i n f e c t i o n o f t h i s l u n g and i t i s n ' t g e t t i n g 
b e t t e r . I s a i d , i t ' s g e t t i n g w o r se i s n ' t i t ? He s a i d , 
y e s . I a s k e d do you know why i t ' s g e t t i n g worse. And 
he s a i d I ' v e got an i d e a . I s a i d w e l l do you want me 
to t e l l y o u ? and he s a i d w e l l y e s . So I s a i d i t ' s 
b e c a u s e t h e i n f e c t i o n . . . t h a t u n d e r l y i n g t h i s 
i n f e c t i o n , why t h e i n f e c t i o n i s s t i l l t h e r e i s b e c a u s e 
you have a c a n c e r o f t h e l u n g w h i c h i s s t o p p i n g us 
e f f e c t i v e l y t r e a t i n g t h e i n f e c t i o n . " 
( D r . 1 9 ) 
(10.HO) 
" G e n e r a l l y I don't d u s t t e l l , but I a l w a y s t e l l them 
i f t h e y a s k . . . I l i k e t o be i n a s i t u a t i o n u l t i m a t e l y 
where e v e r y b o d y i s b e i n g h o n e s t and e v e r y b o d y knows... 
so u l t i m a t e l y I l i k e a l l p a t i e n t s t o know, so what I 
meant was I wouldn't t e l l e v e r y b o d y s t r a i g h t out e a r l y 
on, you need t o b u i l d i t up, and make i t c l e a r t h e y 
c a n a s k when t h e y ' r e r e a d y . " 
( D r . I k ) 
( 1 0 . U l ) 
" I f t h e y s u s p e c t t h e y have c a n c e r , t h e n under t h o s e 
c i r c u m s t a n c e s I t h i n k t h e y t e n d t o g e t v e r y a n x i o u s . . . 
t h e n I ' l l t r y and l e a d them i n t o i t by, you know, 
s a y i n g c e r t a i n t h i n g s , l i k e i s t h e r e a n y t h i n g you want 
t o a s k me, o r some s o r t o f l e a d i n g q u e s t i o n l i k e t h a t . 
And t h a t o f t e n b r i n g s them you know t o a s k i n g me.... 
I n t h e v a s t m a j o r i t y o f o c c a s i o n s I ' l l t r y and g e t 
them t o i n t r o d u c e t h e word c a n c e r . I f t h e y do t h e n 
o b v i o u s l y i t ' s e a s y , you c a n t a k e i t from t h e r e , and 
d u s t s a y , 'yes I'm a f r a i d I t h i n k i t i s c a n c e r * . . . I f 
t h e y don't i n t r o d u c e t h e word t h e n i t i s more 
d i f f i c u l t . " 
(Dr. Oil) 
( 1 0 . U 2 ) 
"Some p a t i e n t s i f you've been a b l e t o t a l k t o them and 
f i n d o u t what t h e y would want t o know, okay. O t h e r s 
t h e y ' v e r e s i s t e d a few vague a t t e m p t s t o b r i n g up t h e 
s u b j e c t and you'd s a y t h e y were not i n t e r e s t e d , t h e y 
don't want t o t a l k about i t and s o o b v i o u s l y t h e y a r e 
not pushed any f u r t h e r . " 
(Dr.01) 
-384- ( 1 0 - 4 3 ) 
Dr.04 r e p o r t s u s i n g t h i s t a c t i c q u i t e r o u t i n e l y t o p e r m i t 
t h e p a t i e n t t o a s k r e l e v a n t q u e s t i o n s . S p e c i f i c a l l y , he 
u s e s open ended q u e s t i o n s t o p e r m i t t h e p a t i e n t t o a s k 
open q u e s t i o n s o r t o e x p r e s s t h e i r own s u s p i c i o n s , w h i c h 
he would t h e n answer o r c o n f i r m a s a p p r o p r i a t e . T h i s u s e 
of t h e t a c t i c i s not a s p o s i t i v e l y r e v e l a t o r y a s Dr.19 who 
p o i n t s o u t r e l e v a n t a s p e c t s o f t h e i l l n e s s t o the p a t i e n t 
t o p r e c i p i t a t e d i s c u s s i o n of them. However, i t i s more 
p o s i t i v e t h a n t h e v e r s i o n s o f t h e t a c t i c t y p i f i e d i n 
t h e r e p o r t s o f D r . l U and Dr.01, w h i c h a r e f a i r l y vague o r 
m e r e l y make i t c l e a r t h a t s u c h p a t i e n t q u e s t i o n s w i l l be 
answered. 
H i n t s 
A C T I V E L Y P A S S I V E RESPONSE A C T I V E L Y 
R E V E A L I N G TO P A T I E N T CONCEALING 
< 0 5 > < l * l >< 01> 
<08><19> < 1 6 > < on > 
< 12 > < 2 2 > 
9 g.p.s r e p o r t t h e u s e o f h i n t s , and t h e p a t t e r n i n g o f 
i t ' s u s e i s v e r y s i m i l a r t o t h a t o f p r o m p t i n g p a t i e n t 
q u e s t i o n s , e x c e p t t h a t Dr.22 a p p e a r s t o r e p o r t h i n t i n g . 
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However, what he more p r o p e r l y r e p o r t s i s a w a r e n e s s 
p a t i e n t s can a q u i r e i n f o r m a t i o n by d e d u c t i o n . He has 
t o s a y on t h e s u b j e c t : 
t h a t 
t h i s 
"When you v i s i t p e o p l e q u i t e o f t e n who a r e i l l t h e y 
o b v i o u s l y t h i n k , 'what i s g o i n g on h e r e ? . . I must be 
q u i t e p o o r l y . * A l l t h e s e s o r t s o f t h i n g s tend t o have 
meaning t o p e o p l e , who i f t h e y have any r e a s o n n a b l e 
s o r t o f s e n s e w i l l u n d e r s t a n d what i s g o i n g on... 
T h e r e a r e a l l s o r t s of t h i n g s w h i c h I would t h i n k 
r e a l l y would i m p l y some s e r i o u s i l l n e s s , p a t i e n t s w i l l 
p i c k up l i t t l e t h i n g s l i k e , w e l l l i k e ' I ' l l s e e you 
n e x t week, i f we're a l l h e r e , * t h i n g s w h i c h you don't 
s a y t o eveVbody o f c o u r s e but, i f you know th e p e r s o n 
who you a r e s e e i n g , you know you c a n g e t away w i t h 
t h e s e s o r t s o f t h i n g s and p a t i e n t s w i l l s a y t h e m s e l v e s 
w h e t h e r t h e y e x p e c t t h e d o c t o r t o s a y i t . Some do s a y 
when you s a y ' I ' l l come and s e e you n e x t week' t h e y 
s a y ' I f I'm s t i l l h e r e . ' " 
( D r . 2 2 ) 
(10 . ilk) 
The o t h e r g.p.s u s e h i n t i n g i n a way w h i c h p a r a l l e l s t h e i r 
p r o m p t i n g o f p a t i e n t q u e s t i o n s , a s t h e f o l l o w i n g 
e x e m p l i f i e s . 
" P u t them a l i t t l e more i n t h e p i c t u r e , h i n t i n g t h a t 
maybe t h e r e was a l i t t l e b i t more t o i t t h a n t h a t . 
And t h a t I hope would l e a d i n t o a d i s c u s s i o n o f t h e 
n a t u r e o f t h e i l l n e s s . You know I would p o i n t t o t h e 
s o r t o f c o n d i t i o n t h e y had and hope t h e y c o t t o n on so 
t h a t we can t a l k more about t h e s o r t s o f t h i n g s we can 
do f o r i t . " 
( D r . 1 2 ) 
( 1 0 . H 5 ) 
As w i t h prompting, t h o s e g.p.s s i t u a t e d i n t h e c e n t r a l 
r e g i o n drop t h e i r h i n t s and i f t h e y a r e not t a k e n up by 
t h e p a t i e n t , t h i s i s a c c e p t e d a s e v i d e n c e t h a t t h e p a t i e n t 
does not want t o know and t h e s u b j e c t p u r s u e d no f u r t h e r . 
G.p.s c l o s e r t o t h e e x t r e m i t y o f a c t i v e r e v e l a t i o n make 
t h e i r h i n t s more f i r m l y and s e e them a s v e i l e d r e f e r e n c e s 
on t h e way t o f u l l acknowledgement and open d i s c u s s i o n o f 
-386-
t h e i l l n e s s 
Euphemism 
A C T I V E L Y P A S S I V E RESPONSE A C T I V E L Y 
R E V E A L I N G TO P A T I E N T CONCEALING 
<02> <15><14 >< 0 1 > <18> < 0 3 > <09> 
<19> <16> < 04 > < 07 > <06 > 
< 12 > <10> < 13 > < 22> <20> 
< 21 > 
Euphemism a s w i t h o u r p r e v i o u s sample i s w i d e s p r e a d , 
w i t h 18 g.p.s r e f e r r i n g t o t h e i r own u s e o f i t . The 
two most e x t r e m e r e v e a l e r s r e p o r t t h a t t h e y a v o i d t h e u s e 
of euphemism s i n c e , i n t h e words o f Dr.05-
W I t h i n k t h e s e n s i t i v i t y i s i m p o r t a n t , not o n l y t h e 
way you t e l l but t h e t i m e . I t h i n k i t i s wrong t o 
be t o o mealy mouthed and u s e euphemisms, be c a u s e , you 
know, p e o p l e c a n d e l i b e r a t e l y not h e a r t h e euphemisms. 
But e q u a l l y I t h i n k t h a t t o be too b o l d about i t i s 
d u s t a s bad." 
( D r . 0 5 ) 
( 1 0 . H 6 ) 
W h i l e Dr.17. who i s one o f t h e two p a s s i v e r e s p o n d e r s 
who r e p o r t n o t u s i n g euphemisms, has t h e f o l l o w i n g t o s a y 
on t h e s u b j e c t : 
" I w o u l d n ' t s a y I a l w a y s t e l l them, i n f a c t I t e n d 
t o , p r o b a b l y b e c a u s e i t i s e a s i e r , t o l e a v e i t up t o 
them t o a s k . Then i f somebody a s k s and o b v i o u s l y 
wants t o know i f t h e y ' v e got c a n c e r o r not, i t ' s 
o b v i o u s to them and t h e n I t e l l him y e s . . . More o f t e n 
t h a n not t h e y undergo some s o r t o f o p e r a t i o n and 
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t h e y ' r e t o l d t h a t t h e y have some i n f l a m a t i o n o r 
something* «• * know t h i s i d e a o f i n f l a m a t i o n and 
s t u f f when t h e y come out. But I t h i n k i f t h e y a s k , 
t h e y want t o know. And i f t h e y don't, t h e y don't want 
t o know... I t h i n k t h e y know but t h e y ,1ust, f o r a 
number o f r e a s o n s , do not want t o be t o l d , e i t h e r t o 
f o o l t h e m s e l v e s o r more o f t e n t o f o o l t h e f a m i l i e s , t o 
keep t h e f a m i l i e s g o i n g . . . I f t h e y a s k I t e n d t o be 
q u i t e b l u n t about i t , b e c a u s e t h e r e i s no p o i n t i n 
b e a t i n g about t h e bush, maybe... maybe not k i n d of 
t h i n g . But t h e f a c t i s t h a t t h e chap has got c a n c e r 
and he seems t o want t o know about i t d u s t by a s k i n g 
you, so you've got to r e s p e c t t h a t and be 
s t r a i g h t f o r w a r d . " 
( D r . 1 7 ) 
( 1 0 . 4 7 ) 
Euphemism i s used d i f f e r e n t l y d e p ending on w h e t h e r t h e 
g.p. t e n d s toward r e v e a l i n g o r c o n c e a l i n g i n f o r m a t i o n . 
F o r t h e g.p.s whose s t r a t e g y i s t o p r o g r e s s i v e l y r e v e a l 
i n f o r m a t i o n t o p a t i e n t s , euphemism i s e s s e n t i a l l y a 
s t a t i o n on t h e r o a d t o f u l l and f r a n k d i s c u s s i o n . 
" I t h i n k I p r o b a b l y a v o i d u s i n g t h e word c a n c e r , a t 
l e a s t i n i t i a l l y , by s a y i n g s o mething l i k e , a r a t h e r 
u n p l e a s a n t i l l n e s s . . . o r not r e s p o n d i n g t o 
t r e a t m e n t . . . T h a t ' s a vague o p e n i n g gambit w h i c h 
would p e r h a p s p r e p a r e them f o r s o m e t h i n g t h e y were 
h a l f e x p e c t i n g , but d i d n ' t r e a l l y want t o h e a r . . . an 
i n o p e r a b l e c o n d i t i o n p e r h a p s . . . And i f t h e y t h e n a s k 
me, i s i t m a l i g n a n t o r i s i t c a n c e r d o c t o r ? I would 
s a y , y e s I am a f r a i d i t i s . " 
( D r . 1 2 ) 
( 1 0 . 4 8 ) 
T h i s w a y s t a t i o n u s e o f t h e t a c t i c i s a p p a r e n t i n an 
e a r l i e r q u o t a t i o n from Dr.19 ( 1 0 . 4 0 ) , who makes i t c l e a r 
t h a t he o n l y u s e s euphemism on o c c a s i o n and f o r v e r y 
p a r t i c u l a r r e a s o n s : 
" F o r example i n t h a t c a s e I u s e d t h e word i n f e c t i o n 
( b e c a u s e ) I d i d n ' t want t o d e s t r o y t h e r e l a t i o n s h i p 
t h a t he'd b u i l t up w i t h t h e h o s p i t a l , b e c a u s e t h e y had 
t o l d him i t was an i n f e c t i o n . " 
( D r . 1 9 ) 
( 1 0 . 4 9 ) 
-388-
But f o r t h o s e g.p.s who a r e i n c l i n e d to c o n c e a l , 
e u p h e m i s t i c r e f e r e n c e to t h e n a t u r e of the d i s e a s e 
r e p r e s e n t s t h e z e n i t h o f r e v e l a t i o n . 
" I f the.v want more i n f o r m a t i o n , and ask, w e l l , I ' d 
s a y I'm a f r a i d t h a t , you know, t h i s c o n d i t i o n you've 
got i s not d u s t a s i m p l e c o n d i t i o n . . . As I s a i d most 
p a t i e n t s don't want t o know, and i f t h e y don't want t o 
know I don't t e l l them." 
( D r . 0 6 ) 
( 1 0 . 5 0 ) 
From t h e p r e s e n t s e t o f i n t e r v i e w s we have i d e n t i f i e d a 
number o f d i f f e r e n t e u p h e m i s t i c d e v i c e s . Some of t h e s e 
d e v i c e s a r e c l e a r l y more c o m m u n i c a t i v e t h a n o t h e r s , 
and i t seems l i k e l y t h a t t h e i r u s e d i f f e r s i n a way 
c o r r e l a t e d w i t h t h e c o m m u n i c a t i v e s t r a t e g i e s o f t h e g.p.s. 
However, a l a r g e r number o f i n s t a n c e s o f e a c h would be 
r e q u i r e d i n o r d e r t o a s s e r t t h i s w i t h any c e r t a i n t y . 
Below our o r i g i n a l t y p o l o g y i s supplemented by 
t h e i d e n t i f i c a t i o n o f v a r i o u s f i g u r e s o f s p e e c h u s e d i n 
t h e e u p h e m i s t i c communication of i n f o r m a t i o n . 
E u p h e m i s t i c u n d e r s t a t e m e n t s of t h e n a t u r e o f t h e i l l n e s s 
depend on b e i n g a n s p e c i f i c about t h e d i a g n o s i s . 
E x a m p l e s o f s u c h i m p r e c i s i o n i n c l u d e , "not d u s t a s i m p l e 
c o n d i t i o n " , " i t ' s not n i c e and s i m p l e " , " t h e r e ' s s o m e t h i n g 
more s e r i o u s g o i n g on", and " y o u ' r e v e r y v e r y i l l " . 
When g i v i n g i n f o r m a t i o n a word w h i c h i s r e g u l a r l y u s e d 
i s "tumour". A l t h o u g h t h i s i s a f a i r l y t r a n s p a r a n t 
euphemism, a s d i s c u s s e d i n C h a p t e r 7, i t i s a word w h i c h 
t h e g.p.s r e p o r t can be d i f f e r e n t i a t e d from c a n c e r p e r s e . 
B u t b e c a u s e some euphemisms a r e so p o t e n t and g e n e r a l l y 
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u n d e r s t o o d some g.p.s a v o i d t h e i r u s e . F o r example Dr.09 
e x p l a i n s t h a t two words he a l w a y s a v o i d s u s i n g when 
t a l k i n g t o t e r m i n a l l y i l l p a t i e n t s a r e " s p r e a d " and 
" r e c u r r e n c e " s i n c e t h e y a r e so a s s o c i a t e d w i t h c a n c e r . 
A r e g u l a r l y u s e d s e t o f e u p h e m i s t i c d e v i c e s a r e d e r i v e d 
from t h e m a n i f e s t a t i o n s o f t h e d i s e a s e p r o c e s s as r e v e a l e d 
by t h e c l i n i c a l g aze ( F o u c a u l t , 1 9 7 3 ) - Amongst the most 
common a r e p h r a s e s s u c h a s " o p a c i t y on the l u n g " , 
"shadows", "masses", and " s u s p i c i o u s l o o k i n g c e l l s " . 
O t h e r euphemisms r e f e r t o p a t i e n t f e a r s and s u s p i c i o n s 
and t h e r e b y s i g n a l more i n f o r m a t i o n than i s a c t u a l l y 
s a i d . T y p i c a l o f t h i s s o r t of d e v i c e a r e ; "you've got a 
b i t more t h a n you thought", and " i t ' s what you e x p e c t e d " . 
Some euphemisms c a l l upon l a y knowledge about c a n c e r t o 
c a r r y t h e meaning a s i n t h e f o l l o w i n g ; ' " i t ' s an i l l n e s s 
not ammenable t o t r e a t m e n t ' and t h a t means c a n c e r t o them" 
o r " a d i s e a s e w h i c h i s n ' t g o i n g t o g e t b e t t e r and we're 
not l o o k i n g f o r a once and f o r a l l c u r e " . T h i s l a t t e r 
f i g u r e o f s p e e c h i s more p r o p e r l y an a l l u s i o n . 
A n o t h e r f i g u r e o f s p e e c h u s e d by g.p.s i n t h e i r 
c o m m u n i c a t i o n o f i n f o r m a t i o n t o p a t i e n t s i s t h e 
s y n e c d o c h e , f o r example, " t h e d i a g n o s i s was t h a t t h e r e 
were some c e l l s t h e r e " . T r o p e s a r e v e r y common 
amongst t h e g.p.s who t e n d t o c o n c e a l i n f o r m a t i o n , a s i n 
t h e u s e o f t h e f o l l o w i n g a l l r e p o r t e d t o be used t o mean 
c a n c e r when t a l k i n g t o t e r m i n a l p a t i e n t s : " u l c e r " , 
" a b s e s s e s " , " w a r t s " , " g a l l s t o n e s " , " s w o l l e n g l a n d s " , 
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" I n f l a m a t i o n 9 * , " a b i t of a t w i s t e d bowel", " a b i t o f an 
i n f e c t i o n " , and " n e r v e s " . 
As t h i s b r i e f resume o f e u p h e m i s t i c d e v i c e s r e v e a l s , t h e 
ra n g e and a c c u r a c y o f p h r a s e s a v a i l a b l e i s v a s t . W h i l s t 
some p h r a s e s may be e a s i l y u n d e r s t o o d by p a t i e n t s , o t h e r s 
a r e l e s s c o m p r e h e n s i b l e . The i n c o m p r e h e n s i b i l i t y o f 
m e d i c a l l a n g u a g e t o even t h e more s o p h i s t i c a t e d p a t i e n t 
p e r m i t s , p e r h a p s p a r a d o x i c a l l y , t h e g.p. to use t h i s 
l a n g u a g e w i t h t h e i n t e n t i o n o f t r a n s m i t t i n g l i t t l e 
i n f o r m a t i o n . The c l e a r e s t s p e c i f i c example o f t h i s i s 
D r . 0 2 f s d i s c u s s i o n o f a c o n t r o l p a t i e n t w i t h m u l t i p l e 
s c l e r o s i s (M.S.). The p a t i e n t was t o l d t h a t he had 
d i s s e m i n a t e d s c l e r o s i s ( D . S . ) , so a s to a v o i d t h e u s e o f 
t h e b e t t e r known term M.S. and i t s i m p l i c a t i o n s . He was 
l i k e l y t o d i e o f " o l d age" l o n g b e f o r e t h e d i s e a s e became 
f u n c t i o n a l l y s e r i o u s . Such u s e o f t e c h n i c a l language may 
o c c u r w i t h t e r m i n a l and c a n c e r p a t i e n t s a l s o . Dr.01 made 
i t c l e a r t h a t he had t o l d a p a t i e n t of h e r Hodgkin's 
d i s e a s e , and assumed t h i s t h i s would not be r e c o g n i s e d a s 
a form o f c a n c e r . O t h e r g.p.s i n d i c a t e d , l e s s 
s p e c i f i c a l l y , t h a t terms s u c h a s "sarcoma", "melonama" and 
"myeloma" were not a s taboo a s " c a r c i n o m a " and " c a n c e r " . 
Euphemisms and o t h e r f i g u r e s o f s p e e c h , then, a r e i n 
w i d e s p r e a d u s e , but a g a i n a r e l a r g e l y used i n ways w h i c h 
a c c o r d w i t h t h e s t r a t e g i c a p p r o a c h o f t h e g.p.. F o r a 
g.p. who c o n c e a l s , t h e e u p h e m i s t i c r e f e r e n c e r e p r e s e n t s 
t h e z e n i t h o f h i s o r h e r i n f o r m a t i o n g i v i n g , w h i l s t f o r 
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t h e r e v e a l i n g g.p. i t i s us e d a s an e a r l y w a y s t a t i o n i n 
t h e p r o c e s s c u l m i n a t i n g i n more f u l l and f r a n k 
acknowledgement. F o r t h e g.p. who r e s p o n d s t o p a t i e n t 
demands, t h e euphemism can s i m i l a r l y be used t o a l l o w t h e 
p a t i e n t t o s e t t h e pace, s i n c e t h e p a t i e n t h a s some o p t i o n 
i n how t o h e a r what i s s a i d . 
Humour 
ACTIVELY 
REVEALING PASSIVE RESPONSE TO PATIENT ACTIVELY CONCEALING 
<19> 
< 22> 
O n l y 2 g.p.s r e p o r t t h e u s e o f humour i n t h e i r 
i n t e r a c t i o n s w i t h t h e i r t e r m i n a l l y i l l p a t i e n t s . 
They l i e a t o p p o s i n g e x t r e m i t i e s o f t h e continuum. Dr.22 
does not s p e c i f i c a l l y r e p o r t what he does and g i v e n h i s 
g e n e r a l a p p r o a c h one cannot but wonder a t t h e v e r a c i t y o f 
t h e f o l l o w i n g comment. 
" T h e r e ' s one p a t i e n t who I ' v e maybe mentioned i t t o 
J o k i n g l y , you know, i n an o f f t h e c u f f s o r t o f way." 
( D r . 2 2 ) 
(10.51) 
The o t h e r r e p o r t i s h i g h l y s p e c i f i c t o an i n d i v i d u a l 
p a t i e n t . I n t h i s c a s e i n f o r m a t i o n was t r a n s m i t t e d by u s e 
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o f s h a r e d knowledge. B e c a u s e o f t h e i n f o r m a t i o n s h a r e d by 
g.p. and p a t i e n t t h e message has a s p e c i a l meaning, one 
w h i c h i t would n o t have t o an o u t s i d e o b s e r v e r who d i d 
not, a s i t were, s h a r e t h e key to t h e code. Dr.19 t o l d 
t h e s t o r y o f h i s r e l a t i o n s h i p w i t h a p a t i e n t who had d i e d 
some weeks p r e v i o u s l y . 
"He k e p t a s k i n g how l o n g had he got. I s a i d to him 
u n t i l E n g l a n d win t h e World Cup... He s a i d 1*11 h o l d 
you t o t h a t one and i t became a s t a n d i n g Joke. We 
both knew i t was a s t a n d i n g j o k e . M 
( D r . 1 9 ) 
(10.52) 
T h i s makes s e n s e once t h e c o n t e n t o f p r e v i o u s d i s c u s s i o n s 
* 
about s o c c e r i s r e v e a l e d . The g.p. and p a t i e n t a s s e s s e d 
t h e E n g l a n d team's c h a n c e s o f " s u r v i v i n g " t h e e a r l y 
r o u n d s o f t h e c o m p e t i t i o n a s low. Thus the n o t i o n o f 
E n g l a n d w i n n i n g t h e World Cup was u n t e n a b l e . 
P r e s umably, t h e i r d i s c u s s i o n s i m p l i e d e i t h e r t h a t t h e 
p a t i e n t would d i e soon, ( l i k e E n g l a n d ' s c h a n c e s o f 
w i n n i n g t h e World Cup) o r t h a t t h e p a t i e n t would be a l i v e 
i n a n o t h e r f o u r y e a r s , w h i c h g i v e n h i s c o n d i t i o n n was 
u n l i k e l y . Whether t h i s s t o r y i s a c t u a l l y humourous i s 
p r o b l e m a t i c . Y e t t h e g.p. found r e l i e f i n b e i n g a b l e t o 
l a u g h w i t h t h e p a t i e n t about t h e s t a t e o f E n g l i s h s o c c e r , 
w h a t e v e r t h e p e r s o n a l r a m i f i c a t i o n s . 
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R e a s s u r a n c e 
ACTIVELY 
REVEALING PASSIVE RESPONSE TO PATIENT ACTIVELY CONCEALING 
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A l l but t h e 3 most extreme r e v e a l i n g g.p.s r e p o r t t h e u s e 
o f r e a s s u r a n c e i n t h e i r i n t e r a c t i o n s w i t h t e r m i n a l 
p a t i e n t s . The r e a s o n s why t h e s e 3 do not u s e r e a s s u r a n c e 
a r e s i m i l a r , and t h e e s s e n c e o f t h e i r argument i s t h a t 
g i v i n g r e a s s u r a n c e i m p l i e s t h a t what i s s a i d i s not 
a c t u a l l y t h e c a s e o r c o m p l e t e l y j u s t i f i a b l e . Thus, i n 
t h e i r view, t h e o f f e r i n g o f r e a s s u r a n c e i m p l i e s some form 
o f l y i n g and a s s u c h i s i n c o m p a t i b l e w i t h t h e s t r a t e g y o f 
a c t i v e l y r e v e a l i n g t h e t r u t h t o t h e p a t i e n t . Dr.05 
d e s c r i b e s t h i s v i e w c o g e n t l y . 
" I t h i n k a v e r y i m p o r t a n t p a r t , p a r t i c u l a r l y o f t h e 
d o c t o r p a t i e n t r e l a t i o n s h i p , but a l s o I t h i n k o f any 
c a r i n g r e l a t i o n s h i p , i s h o n e s t y and t r u s t . And I have 
been v e r y i m p r e s s e d by p e o p l e who have been t o l d . 
I t ' s much e a s i e r f o r both t h e m s e l v e s and t h e r e l a t i v e s 
who l o o k a f t e r them, t h a n i f t h e y hadn't been t o l d . . . 
Thay c a n make p r e p a r a t i o n s and p l a n s t o do what t h e y 
w i l l b e f o r e t h e y d i e . . . one o f t e n wants t o c l a r i f y 
r e l a t i o n s h i p s w i t h p e o p l e . . . and i f t h e y a r e g o i n g t o 
make d e c i s i o n s about t r e a t m e n t and t h e l i k e . . . t h e n 
you have t o l a y t h e c a r d s out i n f r o n t o f them. I 
t h i n k i t i s t e r r i b l y i m p o r t a n t t h e d y i n g p e r s o n must 
make t h e i r own d e c i s i o n s . So t h e y need t o know and i t 
would be wrong t o make p r o m i s e s we c o u l d not keep, t o 
s a y y e s t h i s t r e a t m e n t may g i v e you x y e a r s more when 
i t might n o t . " 
(Dr.05) 
(10.53) 
A l l t h e o t h e r g.p.s r e p o r t t h a t t h e y o f f e r p a t i e n t s 
r e a s s u r a n c e . I n C h a p t e r 7 r e a s s u r a n c e was d e s c r i b e d a s a 
method us e d by g.p.s t o w i t h h o l d i n f o r m a t i o n from 
p a t i e n t s , a method f r e q u e n t l y u s e d i n c o n j u n c t i o n w i t h 
d e n i a l . However, a n a l y s i s o f t h e p r e s e n t s e r i e s o f 
i n t e r v i e w s s u g g e s t s a d i f f e r e n t a n a l y s i s , o r a t l e a s t a 
d i f f e r e n t e m p h a s i s to t h e a n a l y s i s . R e a s s u r a n c e i s 
a s s o c i a t e d not o n l y w i t h d e n i a l , but a l s o w i t h o t h e r 
t a c t i c s o f i n t e r a c t i o n . R e a s s u r a n c e o c c u r s w i t h some 
form o f i n f o r m a t i o n t r a n s m i s s i o n about which t h e p a t i e n t 
i s t o be r e a s s u r e d . As s u c h ^ i s a s t y l i s t i c d e v i c e i n 
t h e s e n s e d e s c r i b e d by Norton (1983). 
"Any message s y s t e m can draw a d i s t i n c t i o n e i t h e r by 
l i t e r a l meaning o r by s t y l i s t i c means... One message 
s y s t e m g i v e s form to a n o t h e r when th e l i t e r a l meaning 
o f one s y s t e m i s r e i n f o r c e d o r changed by a n o t h e r ... 
Form g i v i n g messages can be a n t e c e d a n t t o , 
s i m u l t a n e o u s w i t h , o r s u b s e q u e n t t o a n o t h e r message." 
(Norton, 1983; p.281) 
I n t h e a n a l y s i s o f t h e p r e v i o u s s e t of i n t e r v i e w s we 
i d e n t i f i e d t h e way i n w h i c h r e a s s u r a n c e was u s e d t o 
m o d i f y d e n i a l , by r e i n f o r c i n g i t . But r e a s s u r a n c e c a n 
a l s o be u s e d w i t h a t r a n s m i s s i o n o f c o r r e c t i n f o r m a t i o n 
s o a s t o m odify t h e meaning o f t h e message a s , f o r 
example, i n t h e f o l l o w i n g c a s e . 
" T h e r e a r e p e o p l e who have c a n c e r and t h e y have t h e 
o p e r a t i o n and t h e s u r g e o n seems f a i r l y c o n f i d e n t t h a t 
i t h a s been removed. I n w h i c h c a s e i f t h e y a s k 
w h e t h e r t h e y had got c a n c e r , t h e n you can t e l l them 
t h a t . You can a l s o t e l l them how e n c o u r a g i n g i t i s , 
t h a t t h e r e a r e p e o p l e w a l k i n g around who had t h e 
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o p e r a t i o n f o r c a n c e r y e a r s ago... Y e s , I t h i n k you 
ought t o t e l l them t h a t , even i f t h e su r g e o n i s not 
c o m p l e t e l y s u r e . " 
(Dr.11) 
(10.54) 
Thus t h e c o n f i r m a t i o n to a p a t i e n t , t h a t he o r s h e d i d 
i n d e e d have c a n c e r , i s l i n k e d w i t h t h e s u r g e o n ' s r e p o r t 
t h a t t h e r e i s no ob v i o u s s e c o n d a r y s p r e a d and t h a t t h e 
p r i m a r y h a s been removed. The i n f o r m a t i o n t h a t t h e 
p a t i e n t had c a n c e r i s m o d i f i e d by t h e r e a s s u r a n c e , t h a t 
t h e r e a r e o t h e r s who have had t h e d i s e a s e and s u r v i v e d . 
I n t h i s c a s e t h e i n f o r m a t i o n t h e g.p. i s g i v i n g i s ba s e d 
on t h e t r u t h o f the s i t u a t i o n . T h i s example i s one i n 
w h i c h r e a s s u r a n c e i s used t o m o d i f y o v e r t i n f o r m a t i o n 
t r a n s m i s s i o n about d d g n o s i s i n r e s p o n s e t o a p a t i e n t 
q u e s t i o n . As such, i t i s f a i r l y t y p i c a l o f a l l o f t h e 
g.p.s, who u s e r e a s s u r a n c e a s a way t o , a s i t were, t a k e 
t h e edge o f f o f what i s b e i n g s a i d t o a p a t i e n t . The 
main d i f f e r e n c e between i n d i v i d u a l g.p.s i n t h e i r u s e o f 
r e a s s u r a n c e i s to be found i n t h e o t h e r t a c t i c s w i t h w h i c h 
r e a s s u r a n c e i s a s s o c i a t e d , a s t h e f o l l o w i n g t h r e e 
q u o t a t i o n s r e v e a l . 
"When t h e d i a g n o s i s has been c o n f i r m e d . . . I would be 
s e e i n g t h e p a t i e n t t o e x p l a i n what i s happening. Th a t 
i s t h e t i m e when t h i n g s would s t a r t t o be u n f o l d e d . . . 
And l a t e r on depending on t h e i r a c t u a l c l i n i c a l s t a t e 
a t t h e ti m e , presuming you a r e t r e a t i n g them i n t h a t 
t e r m i n a l phase and t h a t i t i s a p r o l o n g e d i l l n e s s , I 
would be s a y i n g t h a t from t h e i r p r e s e n t s t a g e i t i s 
g o i n g t o s t a y a s i t i s and p o s s i b l y g e t worse. I 
would admit t h a t , but g e n e r a l l y I would not s a y much 
more. Be a s s u p p o r t i v e a s I can, but I would not t r y 
t o d e l i b e r a t e l y m i s l e a d them... You can make i t c l e a r 
t h a t you w i l l be t h e r e and t h a t t h e r e i s l o t s you c an 
do t o make them c o m f o r t a b l e , and t h e r e i s no need f o r 
them t o s u f f e r p a i n . " 
(Dr.16) 
(10.55) 
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" I f t h e y t h e went on and s a i d , ' i s t h a t c a n c e r and i s 
i t g o i n g t o k i l l me?' t h e n my answer would be, we a r e 
t r e a t i n g i t w i t h t h e i n t e n t i o n o f t r y i n g t o s t o p i t 
d o i n g you s e r i o u s damage and w e ' l l go on t r e a t i n g i t . 
I f i t r e c u r r s we w i l l t r e a t i t a g a i n . T h a t ' s t h e way 
I do i t , so t h a t t h e y do not t h i n k t h a t t h e t r e a t m e n t 
had d u s t been s t o p p e d , even i f i t ' s a l i e . But I 
don't t h i n k I ' v e e v e r been a s k e d by a p a t i e n t o r t o l d 
a p a t i e n t t h a t c l e a r l y . " 
( D r . 0 9 ) 
(10.56) 
"Whereas t h e ones who r e a l l y want t h e r e a s s u r a n c e , you 
can t e l l from t h e tone of t h e i r v o i c e and the l o o k i n 
t h e i r f a c e t h a t t h e y a r e d e s p e r a t e f o r you to t e l l 
them t h e y h a v e n ' t got c a n c e r . W e l l you might s a y t h i s 
i s s o m e t h i n g t h a t e v e r y o n e w o r r i e s about but the t e s t s 
don't show t h a t you have o r t h a t i t h a s n ' t been p r o v e d 
o r s o m e t h i n g l i k e t h a t to a v o i d g i v i n g them t h e i r 
( d i a g n o s i s ) . I a l w a y s t e l l them t h a t t h e r e i s some 
hope. And i t i s not e n t i r e l y a l i e , b e c a u s e most o f 
them do have some form of t r e a t m e n t and... b e c a u s e o f 
c o u r s e t h e r e i s a l w a y s u n c e r t a i n t y i n t h e s e c a s e s . " 
(Dr.17) 
(10.57) 
At one end o f t h e s p e c t r u m we f i n d t h a t a more a c t i v e l y 
r e v e a l i n g g.p., s u c h a s Dr.16, u s e s r e a s s u r a n c e i n 
c o n j u n c t i o n w i t h t a c t i c s c o n g r u e n t w i t h h i s r e v e a l i n g 
s t r a t e g y . On t h e o t h e r hand, Dr.09 u s e s r e a s s u r a n c e i n 
c o n j u n c t i o n w i t h e v a s i o n ( s i n c e he does not a c t u a l l y 
s u g g e s t he would answer t h e p a t i e n t ' s q u e s t i o n ) . I n t h e 
c e n t r a l r e g i o n r e a s s u r a n c e i s used, as i n q u o t a t i o n 10.57 
f o r example, a l t h o u g h t h e r e i s l e s s r e a l u n c e r t a i n t y i n 
t h e s o r t o f s i t u a t i o n t h a t Dr.17 i s r e p o r t i n g . 
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T a c t i c s , S t r a t e g i e s and O b j e c t i v e s : A D i s c u s s i o n . 
O v e r a l l t h e p a t t e r n i n g o f r e s u l t s s u g g e s t s t h a t 
i n d i v i d u a l g.p.s have d e v e l o p e d s p e c i f i c v i e w s about 
t e r m i n a l i l l n e s s , m a i n t a i n a p a r t i c u l a r p e r s p e c t i v e on 
w h e t h e r o r not p a t i e n t s s h o u l d be t o l d p e r m i t t i n g them 
( r e p o r t e d l y ) t o a c t r e a s o n a b l y c o n s i s t e n t l y . A l t h o u g h 
t h e r e may be grounds f o r making a dichotomous d i s t i n c t i o n 
between t e l l i n g and not t e l l i n g , i t i s somewhat 
m i s l e a d i n g . W h i l s t i t i s t r u e t h a t when a s k e d w h e t h e r o r 
not t h e y t o l d t e r m i n a l p a t i e n t s , some g.p.s answered 
" Y e s " o r "No", a l l e x c e p t one went on t o q u a l i f y t h i s ( s e e 
Appendix 5)- Those who answered " Y e s " g e n e r a l l y made i t 
c l e a r t h a t t e l l i n g , i f i t o c c u r s , i s a g r a d u a l p r o c e s s , 
and t h a t t h e y o n l y t e l l i n an s w e r t o a q u e s t i o n by 
t h e p a t i e n t . And t h o s e who answered "No" q u a l i f i e d t h i s 
by a d d i n g " u n l e s s e x p l i c i t l y a s k e d " ( o r words t o t h a t 
e f f e c t ) . As i t s t a n d s t h i s would be no d i f f e r e n c e a t 
a l l , but more d e t a i l e d a n a l y s i s does r e v e a l d i f f e r e n t 
s t r a t e g i e s , and t h e s e d i f f e r e n c e s form a continuum r a t h e r 
t h a n a dichotomy. Thus g.p.s a g r e e t h a t most p a t i e n t s 
come t o know i n one way o r a n o t h e r , s o i t i s not s i m p l y a 
m a t t e r o f w h e t h e r o r not t o communicate i n f o r m a t i o n , but 
o f w h e t h e r o r not t o acknowledge o p e n l y t h e n a t u r e o f t h e 
i l l n e s s . 
A l t h o u g h a m i n o r i t y o f g.p.s may p r e f e r t o d e f e r t o t h e 
more s o p h i s t i c a t e d equipment, r e g u l a t i o n o f c a r e and 
h i g h e r t e c h n i c a l p r o f i c i e n c y a v a i l a b l e t o p a t i e n t s i n 
h o s p i t a l , a t l e a s t on o c c a s i o n , most c o n s i d e r t e r m i n a l 
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c a r e t o be w e l l w i t h i n t h e domain o f g e n e r a l p r a c t i c e . 
What i s more, some g.p.s s e e t e r m i n a l c a r e a s one o f t h e 
few c l a s s e s of i l l n e s s i n w h i c h t h e y a r e a b l e to e x e r c i s e 
t h e i r c l i n i c a l s k i l l s i n an i n t e r e s t i n g way, r a t h e r t h a n 
d e a l w i t h t h e " t r i v i a " o f e v e r y d a y p r a c t i c e , o r a c t p u r e l y 
a s a g e n t s o f r e f e r r a l to h o s p i t a l s p e c i a l i s t s ( s e e 
Appendix 5 ) . C e n t r a l t o t h e o b j e c t i v e s o f a l l t h e g.p.s 
i s a d e s i r e t o keep t h e t e r m i n a l p a t i e n t c o m f o r t a b l e , 
p a i n f r e e and happy. Most p r e f e r to keep t h e p a t i e n t a t 
home whenever p o s s i b l e , g i v e n t h e r e s o u r c e s a v a i l a b l e t o 
him o r h e r . T h i s g i v e s s c o p e f o r t h e e x e r c i s e o f t h e 
t e c h n i c a l s k i l l s o f p a i n c o n t r o l and symptom r e l i e f i n t h e 
home c a r e o f t h e d y i n g . But i t i s i n t e r m s o f what i t 
means t o keep a p a t i e n t happy t h a t t h e g.p.s o b j e c t i v e s 
d i v e r g e most s t r i k i n g l y . The two e x t r e m i t i e s o f t h i s a r e 
c a p t u r e d i n t h e n o t i o n s t h a t on t h e one hand, " i g n o r a n c e 
i s b l i s s " , and on t h e o t h e r t h a t " h a p p i n e s s can o n l y be 
a c h i e v e d i n a s s o c i a t i o n w i t h t h e d i g n i t y a f f o r d e d by 
autonomous a c t i o n s based on i n f o r m e d c h o i c e " . 
N a t u r a l l y , between t h e s e two e x t r e m e s l i e many s h a d e s o f 
g r e y . F o r many g.p.s h a p p i n e s s i s t o be m a i n t a i n e d by not 
u n d u l y " r o c k i n g t h e boat". S i n c e t h e s e g.p.s a r e 
u n c e r t a i n i n i n d i v i d u a l c a s e s a s t o w h e t h e r t o t e l l o r 
not, t h e y p r e f e r t o t a k e no a c t i v e s t a n c e , s h o r t o f 
m a i n t a i n i n g t h e s t a t u s quo. These o b j e c t i v e s u n d e r l i e 
t h e ways i n w h i c h g.p.s r e p o r t e d l y communicate w i t h 
t h e i r t e r m i n a l p a t i e n t s , and t h e a n a l y s i s d i s t i n g u i s h e s 
between t h e s t r a t e g i e s and t a c t i c s a dopted by g.p.s 
t o a p p r o a c h t e r m i n a l p a t i e n t s . S t r a t e g i e s r e f e r t o 
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o v e r a l l p l a n s and modes o f a p p r o a c h i n g p a t i e n t s , w h i l s t 
t a c t i c s r e f e r t o s p e c i f i c b e h a v i o u r s ( r e p o r t e d l y ) u s e d 
d u r i n g an i n t e r a c t i o n . T h r e e d i s t i n c t s t r a t e g i e s and a 
number o f t a c t i c s u s e d by g.p.s i n t h e a t t a i n m e n t o f t h e i r 
o b j e c t i v e s were i d e n t i f i e d from o u r i n t e r v i e w s . 
Some g.p.s r e p o r t a d o p t i n g t h e s t r a t e g y of a c t i v e l y 
d i s c l o s i n g t h e n a t u r e o f t h e i l l n e s s t o p a t i e n t s by 
m a n i p u l a t i n g t h e s i t u a t i o n t oward m u t u a l and e x p l i c i t 
f o r m a l i s e d acknowledgement, n o r m a l l y o v e r a s e r i e s of 
c o n s u l t a t i o n s . O t h e r g.p.s r e p o r t a d o p t i n g t h e o p p o s i t e 
s t r a t e g y o f a c t i v e l y c o n c e a l i n g t h e n a t u r e o f t h e i l l n e s s 
from t h e p a t i e n t . T h e s e g.p.s r o u t i n e l y g e a r t h e i r 
a p p r o a c h t o t h e t e r m i n a l p a t i e n t so a s t o a v o i d 
acknowledgement o f t h e i l l n e s s , t o e n s u r e t h e p a t i e n t 
n e v e r f i n d s out o r even t o c o n t r a d i c t s u s p i c i o n s t h e 
p a t i e n t may h a r b o u r . Between t h e s e two p o l e s l i e t h e 
m a j o r i t y o f g.p.s, whose r e p o r t e d s t r a t e g y i s to p a s s i v e l y 
r e s p o n d t o p a t i e n t demands, a l l o w i n g p a t i e n t s t o s e t t h e 
pace and p r o v i d e t h e c u e s t o w h i c h t h e y may r e s p o n d 
a c c o r d i n g l y . T h e s e t h r e e s t r a t e g i e s r e p r e s e n t l a n d m a r k s 
on a continuum o f s t r a t e g i e s , r a t h e r t han c l e a r c u t and 
e x c l u s i v e c a t e g o r i e s by w h i c h i n d i v i d u a l g.p.s may be 
c l a s s i f i e d . Hence, i n d i v i d u a l g.p.s who adopt a more 
c e n t r a l p a s s i v e s t r a t e g y d i f f e r . Some a r e more i n c l i n e d 
t o w a r d s a p r e f e r e n c e f o r d i s c l o s u r e , w h i l e o t h e r s p r e f e r 
c o n c e a l m e n t . 
When f a c i n g i n d i v i d u a l t e r m i n a l p a t i e n t s t h e g.p.s r e p o r t 
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u s i n g s p e c i f i c t a c t i c s . These a r e n o r m a l l y c o n g r u e n t 
w i t h t h e i r s t r a t e g i e s , i n t h e s e n s e t h a t , f o r example, 
g.p.s who have a s t r a t e g i c approach of r e v e a l i n g t e n d t o 
u s e t a c t i c s one would n a t u r a l l y a s s o c i a t e w i t h s u c h 
r e v e l a t i o n , s u c h a s prompting t h e p a t i e n t t o a s k r e l e v e n t 
q u e s t i o n s . Where t a c t i c s and s t r a t e g i e s a r e a s s o c i a t e d , 
w h i c h do not on t h e f a c e of i t a p p e a r so congruous, c l o s e r 
c o n s i d e r a t i o n r e v e a l s t h a t e i t h e r t h e t a c t i c h a s been 
c l e v e r l y adapted, o r more u s u a l l y , t h a t i t i s b e i n g used 
w i t h t h e s p e c i f i c purpose o f a t t a i n i n g a g o a l w i t h i n t h e 
o v e r a l l s t r a t e g y . The l a t t e r i s most commonly and c l e a r l y 
i n v o l v e d i n t h e s t r a t e g y of r e v e l a t i o n . S i n c e r e v e l a t i o n 
i s a g r a d u a l p r o c e s s , e a r l y d u r i n g t h i s p r o c e s s a g.p. may 
p r e f e r t o a v o i d r e v e a l i n g i n f o r m a t i o n , w h i c h l a t e r he o r 
s h e would q u i t e w i l l i n g l y r e v e a l . 
The most w i d e l y r e p o r t e d t a c t i c i s r e a s s u r a n c e and i t 
i s used by a l l but t h e most extreme r e v e a l e r s t o m odify 
i n f o r m a t i o n conveyed. As s u c h i t may o f t e n be more 
c o r r e c t t o c o n s i d e r r e a s s u r a n c e a s a s t y l i s t i c d e v i c e used 
i n a s s o c i a t i o n w i t h o t h e r r e p o r t e d b e h a v i o u r s , r a t h e r t h a n 
a d i s t i n c t i v e t a c t i c i n i t s own r i g h t . Euphemism i s 
a p p a r a n t l y used by g.p.s a c r o s s t h e c o m p l e t e r a n g e o f 
s t r a t e g i e s . But whereas g.p.s, who aim a t r e v e l a t i o n may 
u s e e u p h e m i s t i c p h r a s e s as a w a y s t a t i o n on t h e r o a d t o 
more e x p l i c i t d i s c l o s u r e , f o r t h o s e who t e n d t o w a r d s 
c o n c e a l m e n t an e u p h e m i s t i c r e f e r e n c e r e p r e s e n t s t h e z e n i t h 
o f r e v e l a t i o n . U n c e r t a i n t y i s a l s o a p p a r a n t a c r o s s t h e 
whole s p e c t r u m o f s t r a t e g i e s , but t h e n a t u r e o f t h e 
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u n c e r t a i n t y u s e d d i f f e r s i n ways s i m i l a r t o t h o s e 
d e s c r i b e d by D a v i s ( 1 9 6 0 ) . Thus, some g.p.s c l e a r l y 
would u s e u n c e r t a i n t y f u n c t i o n a l l y t o a v o i d g i v i n g bad 
news. O t h e r s o n l y e x p r e s s u n c e r t a i n t y when i t i s 
c l i n i c a l l y J u s t i f i e d , and i n t h e s e c a s e s i t seems t h a t t h e 
g.p.s i n t e n d t h e u n c e r t a i n i n f o r m a t i o n t o c o n s t i t u t e a 
g r a d u a t i o n t o w a r d s more compl e t e r e v e l a t i o n . E x p r e s s i o n 
o f u n c e r t a i n t y , i t seems, i s p a r t i c u l a r l y s u i t e d t o 
g e n e r a l p r a c t i c e a s a t a c t i c , s i n c e both t h e g.p.s and 
p a t i e n t s r e c o g n i s e t h a t d i a g n o s t i c t e s t s and t h e l i k e a r e 
c a r r i e d o u t by s p e c i a l i s t s i n h o s p i t a l s . Thus a g.p. can 
e x p r e s s u n c e r t a i n t y e i t h e r on t h e b a s i s t h a t he o r she i s 
not a s p e c i a l i s t , o r t h a t t h e r e p o r t h a s not y e t been 
r e c e i v e d . How l o n g a f t e r t e s t s have been c a r r i e d out s u c h 
a c l a i m c a n be c o n v i n c i n g l y m a i n t a i n e d may be d u b i o u s . 
But i t seems l i k e l y t h a t a l l but t h e most p e r s i s t e n t 
p a t i e n t would g i v e up a s k i n g b e f o r e a t e n a c i o u s l y 
c o n c e a l i n g g.p. would f e e l f o r c e d t o admit t o knowing t h e 
r e s u i t s . 
D e n i a l and e v a s i o n , a l t h o u g h p r e d o m i n a n t l y a s s o c i a t e d w i t h 
t h e c o n c e a l m e n t s t r a t e g y , a r e a l s o common amongst t h o s e 
g.p.s who p a s s i v e l y r e s p o n d , e s p e c i a l l y when t h e y a r e 
u n d e c i d e d about a p a t i e n t ' s d e s i r e f o r i n f o r m a t i o n . 
However, under c e r t a i n c i r c u m s t a n c e s e v a s i o n i s a l s o 
r e p o r t e d l y u s e d by g.p.s p u r s u i n g a s t r a t e g y o f 
r e v e l a t i o n . Two s u c h c i r c u m s t a n c e s a r e , f i r s t , e a r l y 
d u r i n g a s e r i e s o f c o n s u l t a t i o n s when t h e g.p. j u d g e s 
t h a t i t i s s t i l l too soon t o be f o r t h r i g h t w i t h t h e 
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p a t i e n t . And sec o n d , i n c i r c u m s t a n c e s when t h e g.p. 
j u d g e s t h a t t h e p a t i e n t i s a s k i n g q u e s t i o n s i n bad f a i t h 
and does not r e a l l y want a t r u t h f u l answer. By 
c o m p a r i s o n , p r o m p t i n g q u e s t i o n s and h i n t i n g a r e t a c t i c s 
a l m o s t e x c l u s i v e l y r e p o r t e d by g.p.s f a v o u r i n g r e v e l a t i o n . 
O n l y one g.p. who a d o p t s t h e s t r a t e g y o f con c e a l m e n t t a l k s 
about u s i n g h i n t s , and i n t h i s c a s e t h e h i n t s a r e s u c h a s 
to i m p l y t h a t t h e i l l n e s s i s not a s s e r i o u s a s t h e p a t i e n t 
may f e a r . A l l o t h e r g.p.s, who s a y the y use h i n t s o r 
pro m p t i n g q u e s t i o n s , do so t o promote a w a r e n e s s i n t h e i r 
p a t i e n t s . 
What t h i s a n a l y s i s r e v e a l s i s an i n t e n t i o n a l ! t y u n d e r l y i n g 
a c t i o n s not c l a r i f i e d i n p r e v i o u s r e s e a r c h t h a t does not 
d i s t i n g u i s h s t r a t e g i e s from t a c t i c s . I n p a r t t h i s may 
r e f l e c t t h e g r e a t e r autonomy o f t h e g.p. i n c o m p a r i s o n t o 
h o s p i t a l d o c t o r s , s u c h a s t h o s e s t u d i e d by M c i n t o s h 
( 1 9 7 7 ) , who were i m p l e m e n t i n g ward p o l i c y d e c i s i o n s . 
What i s c l e a r i s t h a t a l t h o u g h i n d i v i d u a l t a c t i c s may be 
adopted on t h e b a s i s o f t h e f e a t u r e s of a s p e c i f i c 
i n t e r a c t i o n w i t h a p a t i e n t , t h e y a r e a l s o c o n d i t i o n e d by 
t h e g.p.'s s t r a t e g i c a p proach, i t s e l f s u b s e r v i e n t t o t h e 
g.p.'s o b j e c t i v e s . Thus, s t r a t e g i e s d e f i n e t h e p a r a m e t e r s 
o f , from t h e g.p.' s p o i n t o f view, t h e a c c e p t a b l e t a c t i c s 
a t any p o i n t d u r i n g t h e c a r e o f t h e t e r m i n a l p a t i e n t . 
Hence, we a r g u e t h a t i f a s o c i a l s c i e n t i s t i s t o v a l i d l y 
i n t e r p r e t b e h a v i o u r s o b s e r v e d d u r i n g i n t e r a c t i o n s , t h e n 
t h o s e o b s e r v a t i o n s must be c o n t e x t u a l i s e d w i t h i n t h e 
framework o f t h e c o n s u l t a t i o n a s one o f a s e r i e s , t h e 
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o b j e c t i v e s b e i n g p u r s u e d by t h e g.p., t h e s t r a t e g i c 
a p p r o a c h adopted and t h e p o s i t i o n w i t h i n t h e o v e r a l l 
s t r a t e g y a t w h i c h a c o n s u l t a t i o n o c c u r s . Such an a p p r o a c h 
t o d o c t o r p a t i e n t communication r e s e a r c h i s l a c k i n g i n t h e 
l i t e r a t u r e , w h i c h p r e d o m i n a n t l y c o n s i s t s of a n a l y s e s 
b a s e d on s i n g l e c o n s u l t a t i o n s ( c . f C h a p t e r 2 ) . 
One way o f i n t e r p r e t i n g t h e s e d i f f e r e n t r e p o r t e d 
b e h a v i o u r s and i n t e n t i o n s o f g.p.s i s i n terms o f t h e i r 
r o l e s , a s we d i s c u s s e d i n C h a p t e r 3. R e c o u r s e t o s u c h 
c o n c e p t s i s p a r t i c u l a r l y s u i t a b l e a s i t i s c o n r u e n t w i t h 
t h e a c t i o n t h e o r y a p p r o a c h of P a r s o n s , by w h i c h b e h a v i o u r s 
a r e r e l a t e d t o o b j e c t i v e s ( H e r i t a g e , 1 9 8 4 ) . I t a l s o 
r e f l e c t s t h e way t h e g.p.s t h e m s e l v e s on o c c a s i o n speak, 
when j u s t i f y i n g themselvei*. We now t u r n t o t h e r o l e 
d e s c r i p t i o n s made by t h e d o c t o r s d u r i n g i n t e r v i e w . 
G.p.s' R o l e s d u r i n g T e r m i n a l C a r e 
D u r i n g i n t e r v i e w t h e g.p.s made sp o n t a n e o u s r e f e r e n c e t o 
what t h e y c o n s i d e r e d t h e work o f t h e g.p. d u r i n g t e r m i n a l 
c a r e t o be. A l l g.p.s a l s o d e s c r i b e d how t h e y t h e m s e l v e s 
r e a c t e d t o t h e p r o s p e c t o f t r e a t i n g a p a t i e n t a s 
t e r m i n a l l y i l l . Taken t o g e t h e r t h e s e c o n s t i t u t e 
d e s c r i p t i o n s o f r o l e s d u r i n g t r e a t m e n t o f t h e t e r m i n a l l y 
i l l . Many g.p.s* d e s c r i p t i o n s o f t h e r o l e s t r e s s e d t h e 
v i o l a t i o n o f t h e i d e a l t y p i c a l p h y s i c i a n r o l e o f d o c t o r 
as t e c h n i c a l l y e q u i p e d c u r a t i v e a gent, s i n c e t h e p a t i e n t 
i s d y i n g . Many o f the r o l e d e s c r i p t i o n s a l s o r e v e a l 
e m o t i o n a l r e s p o n s e s on t h e p a r t o f t h e g.p., a t odds w i t h 
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t h e i d e a l t y p i c a l f e a t u r e o f m a i n t a i n i n g a f f e c t i v e 
n e u t r a l i t y toward p a t i e n t s . T h r e e main v a r i a n t s a r e 
d i s c e r n a b l e i n t h e r o l e f o r m u l a t i o n s d e r i v e d from t h e s e 
d e s c r i p t i o n s . 
Abandonment of t h e t r a d i t i o n a l c u r a t i v e r o l e 
A s m a l l number of the g.p.s seem t o be a b l e t o abandon t h e 
c u r a t i v e r o l e w i t h r e l a t i v e e a s e , r e p l a c i n g i t w i t h 
a n o t h e r r o l e . Two v e r s i o n s of t h e r o l e appear t o be i n 
u s e . The f i r s t i s t o r e p l a c e t h e p h y s i c a l l y c u r a t i v e 
f e a t u r e o f t h e i d e a l t y p e w i t h t h a t of some form of 
p s y c h o t h e r a p i s t , to complement t h e d y i n g r o l e o f t h e 
p a t i e n t . 
"My p a t i e n t s a r e p e o p l e . . . I am much h a p p i e r i n a 
c o n s u l t a t i o n w i t h my p a t i e n t s i f t h e y l o v e me o r a r e 
c r y i n g . . . I f t h e y g et me c r y i n g w i t h them t h a t ' s good 
too, so i f we have a b u r s t o f t e a r s i t ' s not bad... 
I t ' s a t odds w i t h t h e t r a d i t i o n a l v i e w of the d o c t o r , 
t h e a p p l i e d s c i e n t i s t who i s a m e d i c a l man 
c e r t a i n l y . . . I e n j o y t e r m i n a l l y i l l p e o p l e . I e n j o y 
any s o r t o f i l l n e s s t h a t w i l l g e t me c l o s e t o t h e 
p a t i e n t . I don't r e a l l y e n j o y t o n s i l l i t u s . I am much 
more a t home w i t h a c r i s i s . . . I f I want t o t r e a t 
someone I u s e a n o t h e r member o f t h e f a m i l y t o do t h i s , 
i t ' s i n d i r e c t t h e r a p y and I a l l o c a t e t h e r a p e u t i c r o l e s 
t o d i f f e r e n t f o l k s w i t h o u t them r e a l i s i n g i t , I g i v e 
them my t h e r a p e u t i c r o l e . T h e r e f o r e I am d e a l i n g a t 
many d i f e r e n t p l a n e s , a t many d i f f e r e n t l o g i c a l t i m e s , 
w e l l i t i s a m u l t i d i m e n s i o n a l m a t r i x , a r u b i c cube of 
t h e r a p y . . . The l i n e a r model, t h e m e d i c a l model, i s 
non a p p l i c a b l e . . . b e c a u s e s c i e n t i f i c a l l y I a p p l y 
g e n e r a l s y s t e m s t h e o r y t o e v e r y t h i n g . . . ( I want 
p a t i e n t s t o ) t a k e back some s o r t o f r e s p o n s i b i l t y f o r 
t h e p r o c e s s o f d y i n g , r a t h e r t h a n a b d i c a t i n g 
e v e r y t h i n g and l y i n g back and l e t t i n g e v e r y b o d y e l s e 
do i t a l l . The problem i s making d e a t h a s i m p o r t a n t 
a s l i v i n g . . . I n f a c t c l a s s i c a l l y t h e d o c t o r 
o p e r a t e s , I suppose, i s t a u g h t t o o p e r a t e by not 
s h a r i n g h i m s e l f w i t h p e o p l e , but by b e i n g a t h e r a p i s t 
a t a d i s t a n c e . And I b e l i e v e i n s h a r i n g m y s e l f . 
(Dr.08) 
(10.58) 
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The r o l e , however, i s not t h e o n l y one i n h i s r e p e r t o i r e . 
As w e l l a s r e d i r e c t i n g h i s h e a l i n g a b i l i t y from t h e soma 
t o t h e p s y c h e t o h e l p t h e p a t i e n t t o p r e p a r e f o r d e a t h , he 
h i n t s t h a t i n some c a s e s he abandons t h e d o c t o r r o l e t o 
o f f e r s p i r i t u a l s u c c o u r . 
" I am a p r a c t i s i n g C h r i s t i a n . . . which means I want 
them t o know o f me not a s a foggy t h e r a p i s t , but I am 
q u i t e p r e p a r e d t o g e t i n v o l v e d . . . Some o f my 
p a t i e n t s w i l l come a l o n g and s a y I can t a l k t o you, 
w e l l a s a p a s t o r . They l o o k t o me a s t h e l o c a l 
p r i e s t , b e c a u s e I w i l l l e t them and make i t q u i t e 
o b v i o u s t o them t h a t I am a C h r i s t i a n . I suppose 
what I am s a y i n g i s t h a t I o p e r a t e a t a l e v e l o f 
c o m p l e t e n e s s and my C h r i s t i a n f a i t h i s n o t an 
uncommitted f a i t h . I f God s a y s he h e a l s , w e l l he 
h e a l s . . . We u s e not o n l y t h e r a p y , but we do u s e t h e 
d o c t o r a s t h e d r u g . " 
(Dr.08) 
( 1 0 . 5 9 ) 
Such an e x p l i c i t r e p l a c e m e n t o f t h e d o c t o r r o l e w i t h s u c h 
a r o l e i s u n i q u e i n our d a t a . The o t h e r g.p.s, who 
abandon t h e c u r a t i v e r o l e i n f a v o u r of an a l t e r n a t i v e 
one, do so l e s s s e l f c o n s c i o u s l y , p e r h a p s , than Dr.08. 
They t a l k i n terms o f f r i e n d s h i p and human r a t h e r t h a n 
s p i r i t u a l c a r e , but t h e r e a r e nuances t h a t t h e y too 
c o n s i d e r t h e m s e l v e s t o be c o u n s e l l o r s . 
" E v e r y o n e you g e t on t e r m i n a l c a r e s h o u l d be someone 
t h a t you t h i n k about 
you g e t c o n c e r n e d 
way. . . I make no 
and you c a r e f o r . . . I t h i n k i f 
and you c a r e , t h a t goes a l o n g 
c l a i m s t o have any s p i r i t u a l 
i n v o l v e m e n t , p e r h a p s t h e y j u s t want t o t a l k about i t 
from t h e s p i r i t u a l s i d e w i t h t h e i r p r i e s t . . . I t i s 
v e r y h a r d sometimes i n a way b e c a u s e t h e r e l a t i o n s h i p 
i s n ' t o n l y d o c t o r / p a t i e n t . . . but I t h i n k t h e g e n e r a l 
p r a c t i t i o n e r h a s a r o l e t o p l a y h e r e b e c a u s e he may 
have known t h e p a t i e n t f o r some ti m e and h e ' s g o i n g t o 
know t h e r e l a t i v e s a w h i l e . . . So h e l p them w i t h f e a r , 
l o n e l i n e s s , b e c a u s e t h e y c a n be v e r y l o n e l y d y i n g . . . 
and c o n c e r n o f what i s g o i n g t o happen to t h e p e o p l e 
t h a t a r e l e f t b e h i n d , a s w e l l a s keep them c o m f o r t a b l e 
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i n t h e a c t u a l p r o c e s s o f d y i n g . . . So one t a k e s more 
c a r e . . . one t h i n k s more o f t h e e m o t i o n a l a s p e c t s o f 
what one i s d o i n g . . . I am l i k e l y t o t r y h a r d e r t o be 
n i c e t o p e o p l e b e c a u s e I t h i n k t h e y a r e p r o b a b l y 
u n d e r g o i n g s u f f i c i e n t d i s c o m f o r t , e m o t i o n a l and 
p h y s i c a l . F o r some p h y s i c a l i l l n e s s e s you can s a y 
t h i s i s t h e t r e a t m e n t get on w i t h i t . P e r h a p s i n a 
way p e o p l e who a r e dying, you have to t a i l o r t h i n g s 
more c a r e f u l l y , i n d i v i d u a l l y , s e e them as p e o p l e . I 
j u s t wondered w h e t h e r l i k e A v i s we t r y h a r d e r when 
t h e y a r e d y i n g r a t h e r t han when t h e y a r e l i v i n g . T h a t 
sounds t e r r i b l e d o e s n ' t i t ? . . . M e d i c i n e i s , w e l l 
r a t i o n a l l y t h e number of d i s e a s e s t h a t we can a c t u a l l y 
a l t e r f o r t h e b e t t e r , t h a t we can a c t u a l l y modify t h e 
p a t h o l o g i c a l p r o c e s s i s r e l a t i v e l y l i m i t e d . I 
b e l i e v e a d o c t o r ' s work i s t o make l i f e more a l i v e , a s 
t o l e r a b l e a s p o s s i b l e . T h a t i s why I b e l i e v e more and 
more g e n e r a l p r a c t i t i o n e r s w i l l g e t i n v o l v e d i n 
c o u n s e l l i n g and t h i n g s s u c h a s t e r m i n a l c a r e . " 
(Dr.05) 
and 
"The b e t t e r s o r t o f r e l a t i o n s h i p to have r a t h e r t h a n 
t h e f o r m a l d o c t o r p a t i e n t r e l a t i o n s h i p i s more o f a 
f r i e n d s h i p , when t h e y a c c e p t you a s a f r i e n d who 
happens t o be a d o c t o r , who can t r e a t t h e i r p a i n o r 
h e l p t h e i r symptoms r a t h e r t h a n t h e s t r a i g h t f o r w a r d 
d o c t o r r e l a t i o n s h i p . And t h a t ' s what I aim f o r I 
t h i n k . . . T h e r e ' s no r e a l r e a s o n why you s h o u l d , but 
m e n t a l l y you t e n d to t r e a t them s l i g h t l y 
d i f f e r e n t l y . . . The r e l a t i o n s h i p I b u i l d up w i t h them 
i s c l o s e r t h a n w i t h normal p a t i e n t s . And i n t h a t way 
as I s a y you a r e more of a f r i e n d who happens t o be a 
d o c t o r , r a t h e r t h a n a d o c t o r . I n t h a t way you h a n d l e 
them and you t a l k t o them i s d i f f e r e n t to how you 
h a n d l e and t a l k t o o t h e r p a t i e n t s . . . You know you 
c a n ' t c u r e them, so what you have got t o do i s make 
t h e i r l i v e s b e t t e r . So I d e v e l o p a c l o s e r 
r e l a t i o n s h i p w i t h t h e p a t i e n t , t h a n I had b e f o r e h a n d 
i n o r d e r t o t e l l them t h e i r d i a g n o s i s and d i s c u s s w i t h 
them t h e way we're g o i n g t o manage t h e i r t e r m i n a l 
i l l n e s s and t h a t i s b a s i c a l l y how I h a n d l e t e r m i n a l 
i l l n e s s . Sometimes you c a n ' t do t h a t , but t h a t ' s t h e 
aim and t o keep them c o m f o r t a b l e . . . Sometimes 
m e d i c i n e does not do them any good, but you s e e them 
r e g u l a r l y f o r m e d i c a t i o n , m o s t l y f o r p a i n , and f o r 
a d v i c e . " 
(Dr.19) 
(10.60) 
Abandoning t h e r o l e o f d o c t o r and becoming a f r i e n d t o t h e 
t e r m i n a l p a t i e n t may not be e a s y , but i s c l e a r l y 
a c c o m p l i s h e d by t h e s e two. O t h e r g.p.s s t r e s s a 
v a r i a n t o f t h e i r own p r o f e s s i o n a l r o l e s a s h e a l e r s t o 
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g u i d e them d u r i n g t r e a t m e n t o f t e r m i n a l i l l n e s s . T h e s e 
g.p.s c o n s c i o u s l y r e p l a c e t h e c u r a t i v e f e a t u r e of t h e 
p h y s i c i a n r o l e w i t h one of t e c h n i c a l e x c e l l e n c e o f symptom 
c o n t r o l . Thus, t h e s e g.p.s t r a n s f o r m t h e i r r o l e , but 
c o n t i n u e t o e m p h a s i s e t h e m a i n t e n a n c e o f a h i g h l e v e l o f 
t e c h n i c a l competence. The f o c u s o f t h i s competence i s 
changed from d i a g n o s t i c and c u r a t i v e s k i l l s t o t h o s e 
r e l a t i n g t o t h e t e c h n i c a l c o n t r o l o f symptoms; p a l l i a t i v e 
competence. 
"From a m e d i c a l p o i n t o f v i e w s u p e r v i s i o n o f t e r m i n a l 
c a r e i s one of t h e most sad, t y p i c a l l y c h a l l e n g i n g and 
m e d i c a l l y c h a l l e n g i n g t h i n g s t h a t you have got t o do. 
N o t h i n g e l s e r e a l l y c a n have t h a t i n t e n s e w o r k i n g w i t h 
p e o p l e , w i t h a t t h e same t i m e t h e p u r e l y t e c h n i c a l 
p r oblems o f overcoming p a i n , v o m i t i n g , c o n s t i p a t i o n , 
d e a t h r a t t l e s , you name i t . You have got to 
p h y s i c a l l y overcome a l l o f them, and a s s u c h i t * s an 
i n t e r e s t i n g f i e l d . " 
( D r . 0 1 ) 
( 1 0 . 6 1 ) 
A number o f g.p.s make c o m p a r a b l e comments d u r i n g 
i n t e r v i e w , i n d i c a t i n g t h a t t h e problem s o l v i n g s k i l l s 
r e q u i r e d i n t r e a t m e n t of t h e t e r m i n a l l y i l l , a l t h o u g h 
d i f f e r e n t from t h o s e r e q u i r e d i n t r e a t m e n t o f o t h e r 
p a t i e n t s , a r e not t o t a l l y a l i e n . I n many ways t h e s k i l l s 
r e q u i r e d a r e n o t d i s s i m i l a r t o t h o s e o f t employed i n t h e 
t r e a t m e n t o f c h r o n i c i l l n e s s , and t h u s e m phasis i s g i v e n 
t o management o v e r t r e a t m e n t ( G a l l a g h e r , 1 9 7 9 ) . Hence, 
t h e c a r e o f t h e t e r m i n a l l y i l l c a n be r e w a r d i n g t o t h e 
g.p. s i n c e i t does p e r m i t t h e e x e r c i s e o f c l i n i c a l s k i l l s 
and d e c i s i o n making. T h i s i s r e p o r t e d by a number o f 
g.p.s a s a "paradox", s i n c e t h e r e a r e f r u s t r a t i o n s 
a t t e n d a n t t o t h e i m p o s s i b i l i t y o f c u r e o f w h i c h t h e y a r e 
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w e l l aware, but a t t h e same ti m e t h e y i n d i c a t e t h a t 
t r e a t m e n t o f t h e t e r m i n a l l y i l l i s t o them by no means 
an o n e r o u s t a s k . 
R o l e a m b i g u i t y 
Most g.p.s r e p o r t some d e g r e e of c o n f l i c t between 
t h e i r e x p e c t a t i o n s and t h e f u l f i l l m e n t of t h e i d e a l t y p e 
o f t h e p h y s i c i a n r o l e i n t h e s i t u a t i o n t h e y f a c e w i t h t h e 
t e r m i n a l l y i l l . T h i s i s c o g e n t l y e x p r e s s e d by Dr.13. 
"So I would f i n d i t v e r y h a r d t e l l i n g p a t i e n t s t h a t 
t h e y had something f o r w h i c h modern m e d i c a l s c i e n c e 
c o u l d n ' t o f f e r a c u r e . . . I presume I s t a r t e d o f f 
w i t h t h e most i d e a l e x p e c t a t i o n s o f m e d i c i n e , p e r h a p s 
f a l s e e x p e c t a t i o n s o f m e d i c i n e , t h i n k i n g I ' d go 
round l i t e r a l l y a d m i n i s t e r i n g h e a l i n g and c u r i n g and 
t h a t k i n d o f t h i n g . The r e a l i t y i s a l i t t l e 
d i f f e r e n t and i t ' s a l w a y s d i s a p p o i n t e d me a b i t , 
e s p e c i a l l y a t f i r s t , p e o p l e u s e d t o have c o n d i t i o n s 
t h a t I c o u l d n ' t i n t e r v e n e i n . I t s t i l l does 
d i s a p p o i n t me t o some e x t e n t , but not n e a r l y a s much 
a s i t d i d . I presume t h e l a c k o f p r o s p e c t s f o r 
p o s i t i v e i n t e r v e n t i o n u s e d t o d i s t r e s s me a b i t , I'm 
not s u r e why I J u s t don't l i k e i t . " 
( D r . 1 3 ) 
( 1 0 . 6 2 ) 
A n o t h e r a s p e c t o f t h e t e n s i o n c r e a t e d by t h e s i t u a t i o n 
r e l a t e s t o t h e o b s e r v a t i o n , r e p o r t e d by numerous g.p.s, 
t h a t t e r m i n a l p a t i e n t s a r e s u f f e r i n g from " r e a l " 
i l l n e s s e s , w h i l s t a l o t o f p a t i e n t s i n g e n e r a l p r a c t i c e 
p r e s e n t w i t h p o o r l y d e f i n e d minor a i l m e n t s and 
i r r e s o l v a b l e s o c i a l problems. Thus; 
"You s h o u l d r e a l l y keep g o i n g , do you know what I 
mean. You n e v e r know what i s g o i n g t o t u r n up, do 
you. I mean i n m e d i c a l s c i e n c e i t s e l f , s o t h a t i t 
might d u s t f i t t h e b i l l f o r t h i s p a r t i c u l a r p a t i e n t so 
you s h o u l d n ' t g i v e up. A l t h o u g h I suppose h a l f y o u r 
b r a i n has g i v e n up a l r e a d y do you know what I mean? 
I f you've a l r e a d y got them down a s t e r m i n a l i n y o u r 
own book, you must s t i l l s o l d i e r on w i t h y o u r r o l e a s 
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a d o c t o r t o t h a t p a t i e n t , y e s . And you g i v e them 
e v e r y t h i n g you c a n . So I'm not one f o r t e l l i n g t h e 
p a t i e n t s t h a t t h e y have got a t e r m i n a l i l l n e s s . " 
( D r . 0 7 ) 
( 1 0 . 6 3 ) 
" T h e r e ' s a problem i f t h e y l o s e f a i t h i n you, so I 
t h i n k t h a t i f t h e y know t h a t you c a n ' t wave a magic 
wand and make them b e t t e r , t h e n t h e y v a l u e y o u r 
a p p r o a c h and g u i d a n c e more... But my j o b i s to t r y and 
make them b e t t e r . I s uppose I f e e l t h a t somewhere 
a l o n g t h e l i n e t h e y ' v e f a i l e d t h e m s e l v e s by t h e h a b i t s 
t h e y have t a k e n up, o r we've f a i l e d them by not 
s p o t t i n g s o m e t h i n g s o o n e r . . . (One) w o r r i e s p a t i e n t s 
w i l l a s k us t o work a m i r a c l e f o r them and we h a v e n ' t 
got one. No p e r h a p s i t ' s a d e e p e r down i n s t i n c t t h a t 
we c a n ' t come up w i t h t h e goods t h i s t i m e . I suppose 
t h a t i s t h e b a s i c f e e l i n g t h a t makes me 
u n c o m f o r t a b l e . . . E a r l i e r ( i n my c a r e e r ) I p e r h a p s 
u s e d t o g e t more e m o t i o n a l l y i n v o l v e d and m e n t i o n i t 
a t home to my w i f e and s t a r t t o l o o k down and g e t 
grumpy." 
( D r . 1 2 ) 
(1 0 . 6/1) 
" I s uppose you'd have t o b r e a k them down and c a l l them 
m e d i c a l problems, s o r t o f s o c i a l and f a m i l y problems 
r e a l l y , and t h e y a r e e n t i r e l y s e p e r a t e . . . C o n s i d e r i n g 
you c a n ' t c u r e t h e c a u s e , a l l you can do i s take/care 
o f any p h y s i c a l needs t h e y may have, d i s c o m f o r t 
p h y s i c a l d i s c o m f o r t . And t h e n t h e r e a r e t h e u s u a l 
t h i n g s l i k e h e l p i n g t h e f a m i l y cope, and a p a r t from 
n u r s i n g c a r e t h i s s o r t o f t h i n g i s n ' t r e a l l y my 
p r o v i n c e . . . You c e r t a i n l y t r e a t them d i f f e r e n t l y i f 
t h e y a r e d y i n g . Sometimes I f i n d i t f r u s t r a t i n g , I 
t h i n k p o s s i b l y b e c a u s e you c a n ' t do a g r e a t d e a l f o r 
them e x c e p t make them c o m f o r t a b l e . You do y o u r b e s t 
t o make s u r e t h e y a r e c o m f o r t a b l e . " 
( D r . 1 7 ) 
( 1 0 . 6 5 ) 
Above we u s e t h e word " c o n f l i c t " i n d e s c r i b i n g what t h e 
d o c t o r e x p e r i e n c e s h e r e . But, a n a l y t i c a l l y t h e t e r m 
a m b i g u i t y i s , more a p p r o p r i a t e , s i n c e what i s b e i n g 
e x p e r i e n c e d h e r e i s not s o much a c o n f l i c t between two 
w e l l e s t a b l i s h e d r o l e s , but a s i t u a t i o n i n w h i c h n o r m a l 
r o l e e x p e c t a t i o n s a r e b e i n g v i o l a t e d , so t h a t t h e r o l e t o 
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be p e r f o r m e d i s not p r o p e r l y s p e c i f i e d . T h e s e g.p.s, 
t h e n , r e c o g n i s e t h e i n h e r e n t c o n t r a d i c t i o n s i n t h e i d e a l 
t y p e o f t h e r o l e and t h e i r p r a c t i c e . But t h e y manage to 
l i v e w i t h t h e r e s u l t a n t a m b i g u i t i e s , even i f t h e y 
a r e n e v e r t o t a l l y r e s o l v e d and a r e f e l t t o be 
f r u s t r a t i n g . O t h e r g.p.s, however, do not manage t o 
a c c e p t t h e s e a m b i g u i u t i e s and w i l l go, on o c c a s i o n a t 
l e a s t , t o some l e n g t h s t o a v o i d them. 
M a i n t e n a n c e o f c u r a t i v e f e a t u r e o f t h e r o l e 
Some g.p.s a t t e m p t t o m a i n t a i n t h e i r t r a d i t i o n a l r o l e a s 
h e a l e r s , w h i l e d e a l i n g w i t h t e r m i n a l p a t i e n t s . 
"You s e e t e r m i n a l d o e s n ' t n e c e s s a r i l y mean i n my book 
s t o p p i n g t r e a t m e n t . A p a t i e n t may be t e r m i n a l but I 
would s t i l l a s k t h e r a d i o t h e r a p y department t o s h o o t 
some r a y s a t i t . But you wou l d n ' t be p u r s u i n g t h e 
s o r t o f chemotherapy w h i c h may make them i l l . . . W e ' l l 
go on t r e a t i n g i t , i f i t r e c u r r s w e ' l l t r e a t i t a g a i n . 
T h a t ' s t h e way I do i t so t h a t t h e y don't t h i n k t h a t 
i t ' s d u s t b e i n g stopped... I ' d r a t h e r t e l l a l i e t o 
l e t them t h i n k t h a t you a r e d o i n g s omething 
c o n s t r u c t i v e . . . Even i f i t were d u s t a p l a c e b o , 
knowing t h a t i t was not g o i n g t o do any good, but i t 
won't do him any harm and he may f e e l t h a t I am d o i n g 
s o m e t h i n g c o n s t r u c t i v e . . . You c a n ' t c u r e t h e p a t i e n t 
but i t s t o p s e v e r y o n e b e i n g t e r r i b l y u p s e t . . . I t h i n k 
i t ' s our dob. " 
( D r . 0 9 ) 
( 1 0 . 6 6 ) 
A l t h o u g h e x h i b i t i n g c o n s i d e r a b l e t e n a c i t y t o t h e c u r a t i v e 
r o l e , t h i s q u o t a t i o n a l s o r e v e a l s t h a t Dr. 09 p a r t l y 
r e c o g n i s e s t h a t t h e r e i s l i t t l e , i f a n y t h i n g , he c a n 
a c t u a l l y do by way of c u r e f o r t h e p a t i e n t . Hence, one 
might e x p e c t t h a t a d o c t o r t a k i n g t h i s p o s i t i o n w i l l 
e x p e r i e n c e c o g n i t i v e c o n f l i c t , s i n c e a l t h o u g h r e c o g n i s i n g 
t h a t t h e p a t i e n t i s t e r m i n a l , he s t i l l w i s h e s t o e n t e r t a i n 
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t h e p o s s i b i l i t y t h a t t r e a t m e n t may h e l p Dr. 09 c o pes 
w i t h t h i s p a r t i a l l y by a r e f u s a l t o g i v e up a l l t r e a t m e n t . 
F u r t h e r m o r e , a s l o n g a s t h e p a t i e n t does not r e c o g n i s e 
t h a t he o r she i s t e r m i n a l l y i l l , t h e g.p. i s a b l e t o 
c o n t i n u e t o go t h r o u g h t h e m o t i o n s of t h e c u r a t i v e r o l e , 
conform t o r o l e c o n s t i t u t i n g e x p e c t a t i o n s h e l d by t h e 
p a t i e n t and t h u s c o n t i n u e i n t e r a c t i n g w i t h t h e p a t i e n t i n 
a way complementary t o t h e s i c k r o l e . T h i s i s j u s t i f i e d 
a s f o l l o w s : 
" B e c a u s e you don't l i k e g i v i n g a d e a t h s e n t e n c e t o 
somebody and t h a t i s what i t amounts t o i f t h e y 
a r e t e r m i n a l l y i l l . You a r e t e l l i n g them you can not 
g e t them b e t t e r . . . I t ' s an u p s e t t i n g s u b j e c t r e a l l y 
t o a l l c o n c e r n e d , t h e d o c t o r , t h e p a t i e n t , t h e 
r e l a t i v e s . . . L i f e i s v e r y p r e c i o u s . " 
( D r . 0 6 ) 
( 1 0 . 6 7 ) 
Such t e n a c i t y t o t h e c u r a t i v e r o l e does have i t s drawbacks 
and may r e s u l t i n r o l e s t r a i n f o r t h e d o c t o r . A d m i s s i o n 
by a g.p., even to h i m s e l f , t h a t he, and more g e n e r a l l y 
t h e m e d i c a l p r o f e s s i o n , i s u n a b l e t o c u r e may r e s u l t i n 
a nger, f r u s t r a t i o n and t h e l i k e . 
" R e c e n t l y I had two c a s e s o f o v a r i a n tumours w h i c h 
both d i e d . And I f e e l a n g e r and f r u s t r a t i o n t h e r e 
b e c a u s e we c a n ' t s o r t of d e t e c t t h e s e t h i n g s e a r l y 
enough t o do a n y t h i n g and t h a t ' s t h e main problem w i t h 
t h i s s i t u a t i o n . . . I was r e l i e v e d when she d i e d , i n 
f a c t I was p l e a s e d , not r e l i e v e d . I was g e t t i n g a b i t 
rough m y s e l f s e e i n g t h i s poor woman and not r e a l l y 
b e i n g a b l e t o h e l p much... b e c a u s e I f e l t so h e l p l e s s . 
I had v a r i o u s c o n s u l t a n t s t o s e e h e r . . . but no m a t t e r 
what you d i d f o r h e r you .just c o u l d n ' t h e l p . . . So I 
f e l t f r u s t r a t i o n towards t h e m e d i c a l p r o f e s s i o n f o r 
not d e v i s i n g some s o r t o f t e s t w h i c h would d e t e c t 
t h e s e problems e a r l i e r , so t h a t by t h e time i t i s 
found i t i s n ' t so f a r s p r e a d t h a t t h e p r o g n o s i s i s 
o b v i o u s l y n o t good, t h e r e ' s n o t h i n g we can do. 
( D r . 2 2 ) 
( 1 0 . 6 8 ) 
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Hence, t h e m a i n t e n a n c e o f t h e c u r a t i v e r o l e may be 
a s s o c i a t e d w i t h l i t t l e p e r s o n a l s a t i s f a c t i o n . But s u c h a 
r o l e enactment, w h i l e p e r m i t t i n g t h e c o n t i n u e d i n t e r a c t i o n 
w i t h p a t i e n t s i n a r o u t i n e way, may have o t h e r 
i m p l i c a t i o n s . One s t r i k i n g example i n t h e s e i n t e r v i e w s 
i s t h e f o l l o w i n g r e v e r t i o n t o a s t y l i s e d r o l e enactment, 
a c o p i n g s t r a t e g y t h a t i s p r e d i c t a b l e on t h e b a s i s o f r o l e 
t h e o r y . ( H e i s s , 1 9 8 1 ) . 
" t o show them t h a t we a r e n o t n e g l e c t i n g them, on t h e 
whole, i f you don't send them i n t o h o s p i t a l and t h e y 
have something s e r i o u s l y wrong, t h e y would s a y d o c t o r 
you h a v e n ' t s e n t me i n t o h o s p i t a l , and t h e y t h i n k I am 
not d o i n g my dob. And t h a t i s why I make use o f t h e 
h o s p i t a l , t h e y c a n ' t do a n y t h i n g . The o t h e r r e a s o n i s 
b e c a u s e of p a i n and change of atmosphere. T e l l me i s 
what I do wrong?" 
( D r . 2 0 ) 
( 1 0 . 6 9 ) 
I t i s noteworthy t h a t Dr.20 adds a s an a f t e r t h o u g h t t h a t 
he has a m e d i c a l r e a s o n f o r u s i n g t h e h o s p i t a l ( i . e p a i n 
c o n t r o l ) . T h i s i n i t s e l f r e i n f o r c e s t h e a n a l y s i s t h a t 
t h e b e h a v i o u r has become s t y l i s e d o r r i t u a l i s t i c . E v e n 
though Dr. 20 p u t s i t i n t e r m s o f f u l f i l l i n g p a t i e n t 
e x p e c t a t i o n s , we must remember t h a t t h i s i s a c t u a l l y an 
a t t r i b u t i o n o f e x p e c t a t i o n on h i s p a r t , t h u s r e v e a l i n g h i s 
own e x p e c t a t i o n s , r a t h e r t h a n t h o s e of t h e p a t i e n t . 
D i s c u s s i o n of g.p.s r o l e s d u r i n g t e r m i n a l c a r e 
D u r i n g t h e i n t e r v i e w s g.p.s e x p r e s s e d t h r e e d i s t i n c t s o r t s 
of r o l e s f o r t h e m s e l v e s d u r i n g t e r m i n a l c a r e . Some 
a t t e m p t t o m a i n t a i n a r o l e c o n f o r m i n g t o t h e P a r s o n i a n 
i d e a l t y p i c a l p h y s i c i a n , whereby t h e y c o n t i n u e w i t h 
-413-
t r e a t m e n t aimed a t c u r e , o r a t l e a s t i t s s e m b l a n c e . T h e i r 
r e p o r t e d i n t e r a c t i o n s w i t h t e r m i n a l p a t i e n t s can be 
c h a r a c t e r i s e d by t h e need t o a v o i d r e v e a l i n g to t h e 
p a t i e n t t h a t c u r e i s not p o s s i b l e . T h i s i s J u s t i f i e d t o 
t h e m s e l v e s by t h e s e g.p.s i n terms o f t h e p o s s i b i l i t y o f 
c u r e s t i l l e x i s t i n g . To t h e e x t e n t t h a t t h e y f e e l 
u n c o m f o r t a b l e about not t e l l i n g , i t i s e x c u s a b l e i n t e r m s 
of p u t t i n g t h e p a t i e n t ' s immediate i n t e r e s t s f i r s t ( c . f . 
T u c k e t t , 1 9 7 6 b ) . I n t h e s e terms t h e o b j e c t i v e i s t o 
p r o t e c t t h e p a t i e n t from t h e u n p l e a s a n t e x p e r i e n c e o f 
knowing he o r she i s d y i n g . T h i s r e f u s a l t o acknowledge 
d e a t h t o t h e p a t i e n t has t h e " a d v a n t a g e " o f a l l o w i n g t h e 
g.p. a l s o t o a v o i d u p s e t . And so we f i n d t h a t g.p.s, who 
m a i n t a i n t h e c u r a t i v e r o l e , e x p r e s s s t r a t e g i e s o f 
c o m m u n i c a t i o n towards t h e c o n c e a l i n g end of t h e continuum. 
A few g.p.s abandon t h e c u r a t i v e f e a t u r e o f t h e p h y s i c i a n 
i d e a l t y p e i n f a v o u r of one t h a t e m p h a s i s e s c o u n s e l l i n g , 
i t s e l f a n o t h e r p r o f e s s i o n a l a c t i v i t y . W h i l e one g.p. 
e x p r e s s e d h i s r o l e e x p l i c i t l y i n terms o f c o u n s e l l i n g , 
o t h e r s t a l k i n terms of f r i e n d s h i p . But t h e i r u n d e r l y i n g 
p r e o c c u p a t i o n i s w i t h p s y c h o l o g i c a l problems, f e a r , 
d e p r e s s i o n , a n x i e t y and t h e o t h e r problems o f l i v i n g , 
w h i c h can be a l l i e v i a t e d w i t h c a r e . T h i s r o l e t h e n does 
not so much g i v e up on c u r e , but r e f o c u s e s on t h e p s y c h e 
a s a l e g i t i m a t e o b j e c t f o r t r e a t m e n t , r a t h e r t h a n t h e soma 
o f t r a d i t i o n a l m e d i c a l p r a c t i c e . O t h e r g.p.s change t h e 
e m p h a s i s o f t h e c u r a t i v e f e a t u r e i n a d i f f e r e n t way. 
They e m p h a s i s e p a l l i a t i o n , a i m i n g f o r p a l l i a t i v e 
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e x c e l l e n c e , e s p e c i a l l y i n p h y s i c a l and t e c h n i c a l t e r m s , 
but r e c o g n i s e t h a t good p a l l i a t i o n r e q u i r e s an 
h u m a n i t a r i a n o r i e n t a t i o n r a t h e r t h a n b e i n g m o t i v a t e d by a 
s c i e n t i f i c one. I n l i n e w i t h t h e s e abandonments o f t h e 
t r a d i t i o n a l c u r a t i v e e t h i c , t h e g.p.s e x p r e s s r e v e a l i n g 
s t r a t e g i e s o f c o m u n i c a t i o n . T h e s e t h e y J u s t i f y by 
r e c o u r s e t o p a t i e n t s * l o n g e r term i n t e r e s t s b e i n g s e r v e d 
by h a v i n g knowledge, p e r m i t t i n g i n f o r m e d c h o i c e . 
The m a j o r i t y o f g.p.s e x p e r i e n c e a m b i g u i t y between what 
t h e y f a c e i n t e r m i n a l c a r e and t h e p h y s i c i a n i d e a l t y p e . 
T h a t i s t h e i r n o r m a t i v e e x p e c t a t i o n s a r e v i o l a t e d , so t h a t 
t h e r o l e t o be p l a y e d i s not p r o p e r l y s p e c i f i e d . Such 
g.p.s e x p r e s s f r u s t r a t i o n a t t h e m s e l v e s , t h e p r o f e s s i o n 
and p a t i e n t s . C l e a r l y t h e y do not f i n d t h e t a s k b e f o r e 
them e a s y . They a t t e m p t t o f u l f i l l t h e r o l e o f 
p h y s i c i a n , o f f e r i n g what t r e a t m e n t and a d v i c e t h e y can, 
e s p e c i a l l y s i n c e t h e p a t i e n t s a r e " r e a l l y i l l " . To t h e 
e x t e n t t h a t t h e s e g.p.s have a r o u t i n i s e d r e s p o n s e t o 
t e r m i n a l p a t i e n t s , i t i s to a l l o w p a t i e n t s t o t a k e t h e 
l e a d . They r e s p o n d to p a t i e n t demands f o r i n f o r m a t i o n , 
r a t h e r t h a n a c t i v e l y c o n c e a l o r r e v e a l i t . T h e i r 
o b j e c t i v e i s to keep p a t i e n t s happy i n terms o f not 
" r o c k i n g t h e b o a t " . 
T h e s e r o l e d e s c r i p t i o n s c o r r e s p o n d t o what one might 
p r e d i c t on t h e b a s i s o f r o l e t h e o r y . H e i s s ( 1 9 8 1 ) i n a 
r e c e n t r e v i e w o f r o l e t h e o r y l i t e r a t u r e p o i n t s o u t t h a t 
t h e i n s t a b i l i t y c a u s e d by r o l e a m b i g u i t y w i l l be h a n d l e d 
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and can be r e s o l v e d i n a number of ways. One way t o 
r e s o l v e r o l e a m b i g u i t y i s t o draw on o t h e r r o l e s w i t h i n 
o ne's r e p e r t o i r e , and u s i n g f e a t u r e s from them, modify t h e 
ambiguous r o l e , so a s e v e n t u a l l y t o c r e a t e a new s t a b l e 
r o l e f o r t h e s i t u a t i o n . A n o t h e r i s to put up w i t h t h e 
a m b i g u i t y i n t h e p r e s e n t s i t u a t i o n , b e c a u s e t h e r o l e i s 
s u f f i c i e n t l y v a l i d f o r t h e m a j o r i t y o f p e r f o r m a n c e s and 
t h e d i s r u p t i o n c a u s e d i s not c a t a s t r o p h i c . T h i s , however 
t e n d s t o be a s h o r t term s o l u t i o n . A t h i r d way t o h a n d l e 
r o l e a m b i g u i t y i s t o a l l o w t h e r o l e p a r t n e r t o t a k e t h e 
l e a d , and s u p p l y c u e s a s t o how t h e r o l e s h o u l d be 
p l a y e d . A f o u r t h method i s to r e f u s e t o r e c o g n i s e t h e 
a m b i g u i t y and h o l d on t o t h e r o l e t e n a c i o u s l y . However, 
t h e r e s u l t a n t b e h a v i o u r s from t h i s a pproach t e n d to be 
d i s f u n c t i o n a l and s t e r e o t y p i c a l i n n a t u r e . 
Which s o l u t i o n t o t h e r o l e a m b i g u i t y problem an i n d i v i d u a l 
g.p. w i l l t a k e i s h a r d t o s p e c i f y . But t h e s o l u t i o n 
p u r s u e d must be r e l a t e d to t h e i n d i v i d u a l ' s p e r s o n a l 
e x p e r i e n t i a l h i s t o r y , t h e r o l e models t o w h i c h he o r s h e 
has been exposed, h i s o r h e r own a b i l i t y t o i n n o v a t e , a s 
w e l l a s more g e n e r a l s o c i e t a l demands. Some s o l u t i o n s 
w i l l a c h i e v e t h e r e q u i r e d e q u i l i b r i u m w i t h i n t h e s o c i a l 
s y s t e m and s u r v i v e t o become n o r m a t i v e . O t h e r s w i l l not 
p r o v e f i t and e i t h e r d i e out o r f i n d a n o t h e r n i c h e . 
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CHAPTER 11 
C o n c l u s i o n s ; The r o l e of t h e g.p. d u r i n g t e r m i n a l 
c a r e 
By way o f i n t r o d u c t i o n t o t 
o f f e r a resume o f t h e major 
m a t e r i a l . T h e s e a r e under t 
c e n t r e d . 
h i s c o n c l u d i n g c h a p t e r , we 
d e d u c t i o n s from the i n t e r v i e w 
wo h e a d i n g s , p a t i e n t and g.p. 
P a t i e n t s 
A l t h o u g h i n S t u d y 1 t h e g.p.s i n i t i a l l y e x p r e s s e d 
p e s s i m i s m about t h e i r a b i l i t y t o a l l o c a t e p a t i e n t s t o t h e 
r e q u i r e d groups, t h e y proved c a p a b l e o f f u l f i l l i n g t h e 
t a s k . As c o n f i r m e d by both s t a t i s t i c a l and q u a l i t a t i v e 
a n a l y s e s t h e t e r m i n a l knowing group o f p a t i e n t s were more 
k n o w l e d g e a b l e about t h e i r i l l n e s s e s t h a n t h e t e r m i n a l 
group w i t h o u t knowledge, a t l e a s t a s r e v e a l e d by t h e i r 
t a l k . But a r u d i m e n t a r y l e v e l o f a w a r e n e s s o f i l l n e s s 
was a p p a r e n t f o r a l l t e r m i n a l p a t i e n t s . C h r o n i c c o n t r o l 
p a t i e n t s a l l had c l e a r knowledge o f t h e i r i l l n e s s e s and 
t h e i m p l i c a t i o n s t h e i l l n e s s had f o r t h e i r l i v e s . 
W h i l s t a l l p a t i e n t s c o n s i d e r e d t h e y had good r e l a t i o n s h i p s 
w i t h t h e i r g.p., who was s e e n a s a good d o c t o r , t h e 
g.p.s d i f f e r e d i n t h e e x t e n t t h e y a c t e d a s s o u r c e s o f 
knowledge t o t h e groups of p a t i e n t s . The c h r o n i c 
c o n t r o l s g a i n e d most i n f o r m a t i o n from t h e i r g.p.s, t h e 
non-knowing t e r m i n a l s t h e l e a s t . S o u r c e s o t h e r t h a n t h e 
g.p. a r e o f i m p o r t a n c e f o r t e r m i n a l l y i l l p a t i e n t s , and 
t h e y r e p o r t g a i n i n g much of t h e i r a w a r e n e s s d u r i n g v i s i t s 
t o h o s p i t a l s . But t h i s s h o u l d not be t a k e n t o s u g g e s t 
t h a t t h e g.p. p l a y s o n l y a m i n i m a l i n f o r m a t i v e p a r t . 
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s i n c e t h e g.p. t e n d s to s u p p l y i n f o r m a t i o n w h i c h i s 
c o n f i r m a t o r y and s u p p l e m e n t a r y i n n a t u r e . Such 
i n f o r m a t i o n from t h e g.p., when t h i s o c c u r s , i s p r o b a b l y 
o f c o n s i d e r a b l e i m p o r t a n c e t o t h e p a t i e n t , s i n c e i t 
c o n s i s t s of an o v e r t and e x p l i c i t f o r m u l a t i o n of what was 
p r e v i o u s l y a s u s p i c i o n , o r i m p r e c i s e knowledge. A n a l y s i s 
o f i n t e r v i e w s r e v e a l s t h a t a w a r e n e s s o f t h e n a t u r e o f t h e 
i l l n e s s may have been g l e a n e d from a number o f s o u r c e s , i n 
t h e ways c o n s i d e r e d i n o u r t y p o l o g y of p a t i e n t 
i n f o r m a t i o n s e e k i n g and a c q u i s i t i o n . P a t i e n t s a r e by no 
means t h e p a s s i v e o b j e c t s a c t e d upon by d o c t o r s so o f t e n 
r e p r e s e n t e d i n t h e l i t e r a t u r e ( C h a p t e r 2 ) . P a t i e n t s 
r e p o r t t h a t t h e y f i n d out about t h e i r i l l n e s s e s i n many 
ways. Some of t h e s e may be i n t e n t i o n a l a c t s o f 
i n f o r m a t i o n s e e k i n g , w h i c h u s u a l l y c o n s i s t o f a s k i n g 
d o c t o r s ( i n c l u d i n g g.p.s) and r e l a t i v e s . But a l t h o u g h 
t h i s d i r e c t a p p r o a c h does not a l w a y s r e s u l t i n an 
e x p l i c i t h o n e s t r e s p o n s e , t h e a n s w e r s r e p o r t e d l y g i v e n 
w i l l p r o v i d e an i n q u i s i t i v e and p e r s i s t e n t p a t i e n t w i t h 
s u f f i c i e n t i n f o r m a t i o n t o comprehend what i s o c c u r r i n g . 
O t h e r ways r e p o r t e d l y e x i s t f o r o b t a i n i n g i n f o r m a t i o n , 
but t h e s e r e q u i r e t h e p a t i e n t t o be more c o n f r o n t a t i o n a l 
a n d /or d e c e p t i v e t h a n i s u s u a l l y t h e c a s e . One s t r i k i n g 
example r e v e a l e d by o u r a n a l y s i s i s t h e r e p o r t e d c a s e o f 
t h e " b l i n d " , by w h i c h a p a t i e n t f e i g n e d more e x p l i c i t 
knowledge t h a n she a c t u a l l y p o s s e s s e d , t h e r e b y t r i c k i n g 
h e r g.p. i n t o more open acknowledgement o f i l l n e s s t h a n he 
would o t h e r w i s e have made. But s u c h v i o l a t i o n of i m p l i c i t 
r u l e s o f i n t e r a c t i o n a r e seldom r e p o r t e d , and i n t h e 
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v a s t m a j o r i t y o f c a s e s i t seems t h a t t h e i n e x p l i c i t h i n t s 
and euphemisms p r o f f e r e d by g.p.s s u f f i c e . I n a d d i t i o n 
t h e r e i s t h e i n f o r m a t i o n p a t i e n t s o v e r h e a r when o t h e r s 
t a l k about them " a t t h e f o o t o f t h e bed" o r "on t h e f r o n t 
d o o r s t e p " , to s a y n o t h i n g o f t h e s i g n i f i c a n c e of b e i n g 
e x c l u d e d from s u c h d i s c u s s i o n s . As w e l l a s t h e 
l i n g u i s t i c c o m m u n i c a t i o n s o f t h o s e around them t h e 
p a t i e n t ' s e n v i r o n m e n t c o n t a i n s o t h e r p o t e n t i a l l y r i c h 
s o u r c e s o f i n f o r m a t i o n . T r e a t m e n t s and symptoms a r e 
not s e m i o t i c a l l y v a cuous, but t h e m s e l v e s have meanings 
w h i c h a r e r e g u l a r l y r e p o r t e d a s b e i n g r e c o g n i s e d by 
p a t i e n t s . What i s added by l a n g u a g e i s e x p l i c i t 
acknowledgement of t h e s e meanings. 
The p a t i e n t groups d i d not d i f f e r i n e i t h e r T r a i t o r 
S t a t e A n x i e t y . I f S t a t e A n x i e t y i s an outcome o f 
a w a r e n e s s , t h e n we c a n n o t c o n c l u d e t h a t knowing one has 
c a n c e r and i s g o i n g t o d i e i n c r e a s e s a n x i e t y . However, 
t h e r e l a t i o n s h i p between a w a r e n e s s o f i l l n e s s and a n x i e t y 
may be complex. G r e a t e r a n x i e t y p e r h a p s d r i v e s g r e a t e r 
i n f o r m a t i o n s e e k i n g , but f a c e s g r e a t e r d o c t o r r e s i s t a n c e . 
Such f a c t o r s as age, s e x , s o c i o - e c o n o m i c group e t c . a r e 
a l s o a s s o c i a t e d w i t h knowledge ( a s e x p r e s s e d ) i n a complex 
way. One may p o s i t t h a t g . p . s 1 p e r c e p t i o n o f s u c h f a c t o r s 
i s c a u s a l l y i n v o l v e d h e r e . 
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G.P.s 
I n t h e f i r s t s t u d y we found t h a t g.p.s make 
f a i r l y a c c u r a t e a s s e s s m e n t s of t h e d e g r e e of p a t i e n t s ' 
a w a r e n e s s o f i l l n e s s , even i f t h e y do not t h e m s e l v e s 
d i s c u s s the i s s u e w i t h t h e i r p a t i e n t s . We then p r o p o s e d 
a t y p o l o g y o f ways i n w h i c h g.p.s a t t e m p t to e x e r t c o n t r o l 
o v e r c o m m u n i c a t i o n s w i t h t h e i r t e r m i n a l p a t i e n t s . T h i s 
t y p o l o g y was l a t e r a p p l i e d t o t h e s e c o n d s e t of g.p. 
i n t e r v i e w s and we r e t u r n t o i t l a t e r . 
I n f o r m e r s and n o n i n f o r m e r s ( C h a p t e r 9) 
G.p.s were d i v i d e d i n t o two groups. One group tended t o 
be more i n c l i n e d t o w a r d s i n f o r m i n g t e r m i n a l p a t i e n t s 
w h i l s t t h e o t h e r tended not t o i n f o r m p a t i e n t s . The 
g e n e r a l c h a r a c t e r i s t i c s o f t h e s e two groups were v e r y 
s i m i l a r , a l t h o u g h t h e i n f o r m i n g group c o m p r i s e d 
s i g n i f i c a n t l y more Members o f t h e R o y a l C o l l e g e o f G e n e r a l 
P r a c t i t i o n e r s and a l l o c a t e d more t e r m i n a l p a t i e n t s t o t h e 
s t u d y t h a n t h e n o n i n f o r m i n g group. S t a t i s t i c a l a n a l y s i s 
o f t h e i n t e r v i e w c o n t e n t b a s e d on t h e s e two gr o u p s , 
r e v e a l s t h a t t h e i n f o r m i n g group r e p o r t g i v i n g more 
i n f o r m a t i o n t o t h e i r p a t i e n t s , e s p e c i a l l y i n f o r m a t i o n 
about t r e a t m e n t . F u r t h e r m o r e , t h e n o n i n f o r m i n g group 
t a l k e d s i g n i f i c a n t l y more about e v a d i n g and d e n y i n g 
p a t i e n t q u e s t i o n s and r e a s s u r i n g p a t i e n t s t h a n t h e 
i n f o r m i n g group. However, t h e r e were no d i f f e r e n c e s 
between groups i n t h e d e g r e e t h e y e x p r e s s e d w i l l i n g n e s s 
t o r e s p o n d t o the p a t i e n t ' s q u e s t i o n s . When d e c i d i n g 
w h e t h e r o r not t o t e l l p a t i e n t s , t h e g.p. groups took 
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s i m i l a r f a c t o r s i n t o a c c o u n t , e x c e p t t h a t t h e i n f o r m i n g 
group c o n s i d e r t h e p a t i e n t ' s i l l n e s s when d e c i d i n g t o 
t e l l , w h i l s t t h e n o n i n f o r m i n g group n e v e r r e p o r t 
c o n s i d e r i n g t h i s f a c t o r . T h e r e i s s t a r k c o n t r a s t i n t h e 
r e p o r t e d aims o f t h e two g.p. groups i n r e s p e c t i v e l y 
t e l l i n g o r not t e l l i n g p a t i e n t s . Both groups aim a t 
m a i n t a i n i n g p a t i e n t h a p p i n e s s , but t h e i n f o r m i n g group 
a t t e m p t to a c h i e v e t h i s by t e i l i n g , t h e n o n i n f o r m i n g by 
not t e l l i n g . 
S t r a t e g i e s and t a c t i c s ( C h a p t e r 10) 
I n a n a l y s i n g t h e a c c o u n t s o f t h e g.p.s* a p p r o a c h e s t o 
c ommunicating w i t h t h e i r t e r m i n a l l y i l l p a t i e n t s , we drew 
a c o n c e p t u a l d i s t i n c t i o n between o b j e c t i v e s , s t r a t e g i e s 
and t a c t i c s . T h i s d i s t i n c t i o n p e r m i t s us t o e x t e n d beyond 
p r e v i o u s a n a l y s e s s u c h a s t h a t o f M c i n t o s h (1974, 1 9 7 7 ) . 
O b j e c t i v e s r e f e r s p e c i f i c a l l y to t h e s t a t e d o b j e c t i v e s of 
t h e g.p.s i n t h e i r management of t e r m i n a l l y i l l p a t i e n t s 
and may c o n s i s t o f a number of s p e c i f i c g o a l s . 
S t r a t e g i e s r e f e r to t h e o v e r a l l p l a n and mode of 
a p p r o a c h i n g a p a t i e n t a dopted i n o r d e r t o a t t a i n t h e 
o b j e c t i v e . S t r a t e g i e s n o r m a l l y have a t e m p o r a l e x t e n s i o n 
o f weeks o r months o v e r r e p e a t e d c o n s u l t a t i o n s . They a r e 
r e c o g n i s a b l e and e x p l i c i t l y s t a t e d s t y l e s of i n t e r a c t i n g 
w i t h s p e c i f i c p a t i e n t s o r groups o f p a t i e n t s . T a c t i c s 
r e f e r to ( r e p o r t e d ) b e h a v i o u r s n o r m a l l y used w i t h i n a 
s i n g l e c o n s u l t a t i o n i n o r d e r to a t t a i n a s p e c i f i c p o s i t i o n 
( o r g o a l ) w i t h i n t h e o v e r a l l s t r a t e g y . Below we c o n s i d e r 
t h e s t r a t e g i e s and t a c t i c s o f c o m m u n i c a t i o n adopted by 
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g.p.s i d e n t i f i e d i n t h i s t h e s i s . 
Though i t i s p o s s i b l e t o group g.p.s on t h e b a s i s o f 
s t a t e d i n t e n t i o n s t o g i v e o r w i t h h o l d i n f o r m a t i o n , more 
d e t a i l e d c o n s i d e r a t i o n of t h e s t r a t e g i e s and t a c t i c s 
a c t u a l l y i n d e n t i f i e d from i n t e r v i e w s b l u r s t h i s s i m p l e 
p o l a r i t y . W h i l s t i t i s t r u e t h a t when a s k e d w h e t h e r o r 
not t h e y t o l d t e r m i n a l p a t i e n t s , some g.p.s a n s w e r e d 
" Y e s " and some "No", a l l e x c e p t one went on t o q u a l i f y 
t h i s . Those who answered " Y e s " g e n e r a l l y made i t c l e a r 
t h a t t e l l i n g i s a g r a d u a l p r o c e s s , and t h a t t h e y o n l y 
t e l l i n answer t o an e x p l i c i t q u e s t i o n by t h e p a t i e n t . 
And t h o s e who answered "No" q u a l i f i e d t h i s by a d d i n g 
" u n l e s s e x p l i c i t l y a s k e d " ( o r words t o t h a t e f f e c t ) . As 
i t s t a n d s t h i s would be no d i f f e r e n c e a t a l l but more 
d e t a i l e d a n a l y s i s does r e v e a l d i f f e r e n t s t r a t e g i e s . From 
t h i s p o i n t o f v i e w t h e d i f f e r e n c e s form a continuum r a t h e r 
t h an a dichotomy. Thus a l l g.p.s a g r e e t h a t most 
p a t i e n t s come to know i n one way o r a n o t h e r , so i t i s not 
s i m p l y a m a t t e r o f whether o r not t o communicate 
i n f o r m a t i o n , but of whether o r not t o acknowledge o p e n l y 
t h e n a t u r e o f t h e i l l n e s s . 
C e n t r a l t o t h e o b j e c t i v e s o f a l l g.p.s i s a d e s i r e t o 
keep t h e t e r m i n a l p a t i e n t c o m f o r t a b l e , p a i n f r e e and happy. 
Most p r e f e r t o keep t h e p a t i e n t a t home whenever 
p o s s i b l e , g i v e n t h e r e s o u r c e s a v a i l a b l e t o him o r h e r . 
But t h e g.p.s* o b j e c t i v e s d i f f e r s u b t l y when we c o n s i d e r 
what i t means to keep a p a t i e n t happy. S t a t e d most 
-422-
e x t r e m e l y t h e d i f f e r e n c e s a r e c a p t u r e d i n t h e n o t i o n s 
t h a t , on t h e one hand, " i g n o r a n c e i s b l i s s " , and on t h e 
o t h e r t h a t h a p p i n e s s can o n l y be a c h i e v e d i n a s s o c i a t i o n 
w i t h t h e d i g n i t y a f f o r d e d by autonomous a c t i o n s b a s e d 
on i n f o r m e d c h o i c e . Between t h e s e two ext r e m e s l i e many 
s h a d e s o f g r e y . F o r many g.p.s h a p p i n e s s i s t o be 
m a i n t a i n e d by not unduly " r o c k i n g t h e b o a t " . S i n c e t h e s e 
g.p.s a r e u n c e r t a i n i n i n d i v i d u a l c a s e s a s to w h e t h e r t o 
t e l l o r n o t , t h e y p r e f e r t o t a k e no a c t i v e s t a n c e , s h o r t 
o f m a i n t a i n i n g t h e s t a t u s quo. T h e s e o b j e c t i v e s a r e 
r e f l e c t e d by t h e ways i n wh i c h g.p.s communicate w i t h 
t h e i r t e r m i n a l p a t i e n t s , but a r e not p e r f e c t l y m i r r o r e d by 
them. Our a n a l y s i s d i s t i n g u i s h e s between t h e 
s t r a t e g i e s and t a c t i c s adopted by g.p.s to a p p r o a c h 
t e r m i n a l p a t i e n t s . Some g.p.s (and" t h e y a r e a l l 
" i n f o r m e r s " ) r e p o r t t h e s t r a t e g y o f a c t i v e l y d i s c l o s i n g 
t h e n a t u r e o f t h e i l l n e s s t o p a t i e n t s by m a n i p u l a t i n g t h e 
s i t u a t i o n toward m u t u a l and e x p l i c i t f o r m a l i s e d 
acknowledgement, n o r m a l l y o v e r a s e r i e s o f c o n s u l t a t i o n s . 
O t h e r g.p.s ( a l l " n o n i n f o r m e r s " ) r e p o r t t h e o p p o s i t e 
s t r a t e g y o f a c t i v e l y c o n c e a l i n g t h e n a t u r e o f t h e i l l n e s s 
from t h e p a t i e n t . These l a t t e r g.p.s, i t seems, r o u t i n e l y 
g e a r t h e i r approach t o t h e t e r m i n a l p a t i e n t so a s t o a v o i d 
acknowledgement o f t h e i l l n e s s , t o e n s u r e t h e p a t i e n t 
n e v e r f i n d s out and even t o c o n t r a d i c t s u s p i c i o n s t h e 
p a t i e n t may h a r b o u r . Between t h e s e two p o l e s l i e t h e 
g.p.s (some " i n f o r m e r s " , some " n o n i n f o r m e r s " ) whose 
r e p o r t e d s t r a t e g y i s t o p a s s i v e l y r e s p o n d t o p a t i e n t 
demands, a l l o w i n g p a t i e n t s t o s e t t h e pace and p r o v i d e 
t h e c u e s t o which t h e y may r e s p o n d a c c o r d i n g l y . 
However, t h e s e t h r e e s t r a t e g i e s r e p r e s e n t l a n d m a r k s on a 
continuum o f s t r a t e g i e s , r a t h e r t h a n c l e a r c u t and 
e x c l u s i v e c a t e g o r i e s by w h i c h i n d i v i d u a l g.p.s may be 
s i m p l y c l a s s i f i e d . Hence i n d i v i d u a l g.p.s who adopt a 
more c e n t r a l p a s s i v e s t r a t e g y d i f f e r . Some seem more 
i n c l i n e d t o w a r d s a p r e f e r e n c e f o r d i s c l o s u r e , w h i l e o t h e r s 
p r e f e r c o n c e a l m e n t . 
A Taxonomy of Communication 
M c i n t o s h (1974. 1977) ( c f . pp.100-104 and pp. 357-358) 
d e s c r i b e d a number o f ways i n w h i c h h o s p i t a l d o c t o r s 
a t t e m p t e d t o e x e r t c o n t r o l o v e r p a t i e n t s * a w a r e n e s s o f 
c a n c e r . The p r e s e n t f i n d i n g s c a n be s e e n a s an e x t e n s i o n 
o f some o f h i s i d e a s . W h i l s t M c i n t o s h ' s r e s u l t s r e l a t e t o 
t h e h o s p i t a l c o n t e x t , t h e p r e s e n t r e s u l t s r e f e r t o t h e 
home c o n t e x t . One might e x p e c t t h e d o c t o r to be a b l e t o 
e x e r t more c o n t r o l o v e r h i s o r h e r p a t i e n t s i n h o s p i t a l 
t h a n i s p o s s i b l e a t home. However, t h i s i s not 
n e c e s s a r i l y t h e c a s e s i n c e a s we have s e e n t h e e x t e n d e d 
t i m e p e r i o d s and p e r s o n a l knowledge o f t h e p a t i e n t 
i n v o l v e d i n home c a r e may be u s e d by t h e g.p. t o 
ad v a n t a g e . I t i s i m p o r t a n t t o n o t e t h a t i n t h e ward 
s t u d i e d by M c i n t o s h t h e r e was a p o l i c y o f not t e l l i n g 
p a t i e n t s t h e p r e c i s e n a t u r e o f t h e i r i l l n e s s . T h i s 
may be t h e r e a s o n why M c i n t o s h o n l y o b s e r v e d and 
r e p o r t e d one s t r a t e g y , c o n c e a l m e n t . P e r h a p s b e c a u s e o f 
t h i s M c i n t o s h n e v e r d i f f e r e n t i a t e s between t a c t i c s and 
s t r a t e g i e s and o n l y d e s c r i b e s t h e t a c t i c s of c o n c e a l m e n t 
implemented by m e d i c a l s t a f f ( M c i n t o s h . 19771 p . 2 8 ) . We 
have e x t e n d e d t h e a n a l y s i s i n two ways. F i r s t , we have 
added t o t h e l i s t o f t a c t i c s used by d o c t o r s . T h i s i s 
not s u r p r i s i n g g i v e n t h e v e r y d i f f e r e n t c o n t e x t s i n w h i c h 
t h e two p i e c e s of r e s e a r c h were c o n d u c t e d and i t i s 
p o s s i b l e t h a t f u t u r e r e s e a r c h e r s w i l l add f u r t h e r to t h e 
l i s t . Second and p e r h a p s more i m p o r t a n t l y , by p l a c i n g 
t a c t i c s i n r e l a t i o n t o t h e s t r a t e g i c c o n s i d e r a t i o n s 
i n v o l v e d , we r e v e a l t h a t t h e u s e of a s p e c i f i c t a c t i c may 
a t d i f f e r e n t t i m e s have a v e r y d i f f e r e n t purpose. Thus we 
r e v e a l t h a t a t a c t i c can have d i f f e r e n t meanings and 
a c c o m p l i s h d i f f e r e n t t a s k s d e pending on t h e p a r t i t p l a y s 
i n t h e o v e r a l l s t r a t e g y . T h i s i s i m p o r t a n t s i n c e we have 
r e v e a l e d t h a t d i f f e r e n t g.p.s have d i f f e r e n t s t r a t e g i e s , 
r a n g i n g from a c t i v e r e v e l a t i o n of i l l n e s s , t h rough p a s s i v e 
r e s p o n s e t o p a t i e n t s , t o a c t i v e c o n c e a l m e n t . 
When f a c i n g i n d i v i d u a l t e r m i n a l p a t i e n t s t h e g.p.s 
d e s c r i b e d u s i n g s p e c i f i c t a c t i c s . T a c t i c s we have 
i d e n t i f i e d from our i n t e r v i e w s i n c l u d e t h e u s e of e v a s i o n , 
d e n i a l , r e a s s u r a n c e , euphemism, u n c e r t a i n t y , g i v i n g h i n t s 
and s t e e r i n g and p r o m p t i n g q u e s t i o n s . T h e s e a r e n o r m a l l y 
r e p o r t e d a s b e i n g used i n ways t h a t a r e c o n g r u e n t w i t h 
t h e g.p. *s s t r a t e g y , i n t h e s e n s e t h a t , f o r example, a 
g.p. who has a s t r a t e g i c a p p r o a c h of r e v e a l i n g t e n d s t o 
r e p o r t u s e o f t a c t i c s one would n a t u r a l l y a s s o c i a t e w i t h 
s u c h r e v e l a t i o n ( e . g . p r o m p t i n g ) . Where t a c t i c s and 
s t r a t e g i e s a r e a s s o c i a t e d , w h i c h do not on t h e f a c e o f i t 
a p p e a r congruous, c l o s e r c o n s i d e r a t i o n r e v e a l s t h a t t h e 
t a c t i c i s d e p l o y e d w i t h t h e s p e c i f i c p u r p o s e of a t t a i n i n g 
a g o a l w i t h i n t h e o v e r a l l s t r a t e g y . Thus, i n t h e 
s t r a t e g y o f r e v e l a t i o n , w h i c h i s a g r a d u a l p r o c e s s , a 
g.p. may i n i t i a l l y a v o i d r e v e a l i n g i n f o r m a t i o n w h i c h l a t e r 
might be f r e e l y o f f e r e d . I n c o n c l u s i o n , t hen, we a r g u e 
t h a t any f u t u r e a n a l y s e s of b e h a v i o u r s t h a t i n c l u d e 
t a c t i c s must a l s o c o n s i d e r t h e p a r t t h e t a c t i c s p l a y i n 
t h e o v e r a l l s t r a t e g y b e i n g p u r s u e d . 
R o l e A m b i g u i t y 
The way i n w h i c h g.p.s a l l o c a t e d o r f a i l e d to a l l o c a t e 
p a t i e n t s t o s t u d y 2 r e v e a l s an i m p o r t a n t p o i n t . Not o n l y 
a r e t h e n o n i n f o r m e r s l e s s w i l l i n g t o communicate 
i n f o r m a t i o n , but a l s o i t a p p e a r s t h a t t h e y a r e more 
r e s i s t a n t t o l a b e l l i n g p a t i e n t s " t e r m i n a l l y i l l " . 
I n g e n e r a l t h e n o n i n f o r m i n g g.p.s a t t e m p t e d to m a i n t a i n 
t h e i r r o l e s a s t e c h n i c a l l y equipped c u r a t i v e a g e n t s . They 
were l o a t h to a d m i t t o p a t i e n t s , o r t h e m s e l v e s , t h a t t h e r e 
was n o t h i n g m e d i c a l s c i e n c e c o u l d o f f e r by way o f c u r e , 
s i n c e t h i s would undermine t h e b a s i s o f t h e complementary 
p h y s i c i a n and s i c k r o l e s , w h i c h g u i d e b e h a v i o u r d u r i n g 
I n t e r a c t i o n . On t h e o t h e r hand t h e r e a r e t h e g.p.s who 
r e p o r t r o u t i n e l y i n f o r m i n g p a t i e n t s , and who a l s o a r e most 
w i l l i n g t o a d m i t t h a t t h e r e i s n o t h i n g t h e y can do t o c u r e 
t h e p a t i e n t . T h e s e g.p.s have i n c o r p o r a t e d i n t o t h e i r 
r o l e s t h a t o f t h e c o u n s e l l o r . F o r them t r e a t i n g t h e d y i n g 
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i s not an o n e r o u s t a s k , but one w h i c h r e q u i r e s a d i f f e r e n t 
s e t of s k i l l s from t h o s e of t h e t r a d i t i o n a l c u r e r 
d e s c r i b e d by t h e P a r s o n i a n i d e a l t y p e . T h e s e s k i l l s , and 
t h e r o l e t h a t u n d e r l i e s them, complement t h e d y i n g r o l e o f 
t h e p a t i e n t by e m p h a s i s i n g c a r e o v e r c u r e . F o r them t h e 
p a t i e n t i s more t h a n t h e s e t o f o r g a n s o f " s c i e n t i f i c 
m e d i c i n e " , but a p s y c h o - s o c i a l e n t i t y w i t h a d i s e a s e d 
soma. P a l l i a t i o n of t h e s o m a t i c component a f f o r d s r e l i e f 
t o t h e p s y c h o - s o c i a l w h i c h i s t h e i r c e n t r a l c o n c e r n . The 
e x e r c i s e o f t h e s e c a r i n g s k i l l s i s no l e s s c h a l l e n g i n g 
t h a n t h e e x e r c i s e o f t h e d i a g n o s t i c and t r e a t m e n t s k i l l s 
r e q u i r e d by t h e t r a d i t i o n a l p h y s i c i a n ' s s i c k r o l e 
complement. 
W h i l e a few g.p.s e x p r e s s t h e m s e l v e s e x p l i c i t l y i n t h e 
l a n g u a g e o f c o u n s e l l i n g , o t h e r s have l e s s c o n s c i o u s l y 
t a k e n up t h e p r o f e s s i o n a l r o l e o f t h e c o u n s e l l o r . They 
r e s o r t to a n o t h e r r o l e i n t h e i r r e p e r t o i r e , t h a t o f 
f r i e n d . T h i s p e r h a p s r e p r e s e n t s a t r a n s i t i o n a l r o l e on 
t h e way t o t h e more f o r m a l c o u n s e l l o r o r p s y c h o t h e r a p i s t 
r o l e . But a m a j o r i t y o f t h e g.p.s n e i t h e r r e s o r t t o 
s t e r e o t y p i c a l r o l e e n a c t m e n t s m i m i c k i n g t h e c u r a t i v e 
i d e a l t y p e , no r s i m p l y abandon t h a t i d e a l t y p e i n f a v o u r 
o f c o u n s e l l o r . They c l e a r l y e x p e r i e n c e a m b i g u i t y i n t h e i r 
r o l e , w h i c h t h e y r e s o l v e w i t h d i f f e r e n t d e g r e e s o f 
s u c c e s s . The most commonly r e p o r t e d a m b i g u i t y r e s o l u t i o n 
i s t o a l l o w t h e p a t i e n t t o t a k e t h e l e a d . Thus p a t i e n t s 
p r o v i d e t h e c u e s as t o how t h e y want i n t e r a c t i o n t o 
p r o c e e d . T e l l i n g becomes a f u n c t i o n o f p a t i e n t demand, a t 
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l e a s t o s t e n s i b l y , s i n c e i n d i v i d u a l s have d i f f e r e n t 
t h r e s h o l d s a t w h i c h t h e y w i l l r e s p o n d . P o s s i b l y t h e s e 
t h r e s h o l d s a r e t h e m s e l v e s a f u n c t i o n of t h e i n d i v i d u a l s * 
commitment to t h e p h y s i c i a n i d e a l t y p e . 
How an i n d i v i d u a l g.p. w i l l a t t e m p t to r e s o l v e t h e 
a m b i g u i t y f a c e d d u r i n g t e r m i n a l c a r e i s u n c e r t a i n . But 
t h e y a r e l i k e l y t o conform to t h e g e n e r a l p r e d i c t i o n s 
from r o l e t h e o r y a n a l y s e s s u c h as t h o s e r e v i e w e d by H e i s s 
( 1 9 8 1 ) . Thus r o l e i n n o v a t i o n s w i l l i n v o l v e t h e p r o c e s s e s 
o f c r e a t i v e m o deling, r o l e amalgamation, r o l e a s s i m i l a t i o n 
and r o l e e x t e n s i o n ( H e i s s , 1981; p . 1 1 4 - 1 1 6 ) . as w e l l a s 
t h e f o r m a l r o l e s o c i a l i z a t i o n to be found i n t r a i n i n g . An 
i n d i v i d u a l ' s r o l e i n n o v a t i o n s w i l l depend g r e a t l y on h i s 
o r h e r p e r s o n a l h i s t o r y , p e r s o n a l i t y and t h e models t o 
w h i c h he o r s h e i s exposed. However, a l l f u t u r e g.p.s 
w i l l have t h e common e x p e r i e n c e o f t r a i n i n g , to w h i c h we 
r e t u r n l a t e r . 
We have c o n s i d e r e d t h e r e s u l t s o b t a i n e d i n t h e l i g h t o f 
one m a j o r t r e n d i n c o n t e m p o r a r y s o c i a l p s y c h o l o g y - r o l e 
t h e o r y . Thus our a n a l y s i s has f o c u s s e d on t h e r o l e s o f 
g.p.s and p a t i e n t s and we have t a k e n u t t e r a n c e s d u r i n g 
i n t e r v i e w t o c o n s t i t u t e a c c o u n t s o f e x p e c t a t i o n s about 
b e h a v i o u r s and t o p o i n t t o w a r d s i d e a l t y p e s u n d e r l y i n g 
r o l e s . But o t h e r a n a l y s e s may p o i n t i n d i f f e r e n t 
d i r e c t i o n s . Y e t o u r i n t e n t i o n has been to u s e r o l e 
t h e o r y as a v e h i c l e , r a t h e r t han i t b e i n g a t h e o r e t i c a l 
p e s p e c t i v e to w h i c h t h e a u t h o r i s committed, t o make 
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v i s i b l e p a t t e r n s w i t h i n r e p o r t s i n o r d e r to f u r t h e r o u r 
u n d e r s t a n d i n g of what may o c c u r d u r i n g c o n s u l t a t i o n s . 
Our u n d e r s t a n d i n g can not be c o m p l e t e w i t h o u t 
c o n s i d e r a t i o n of the s t r u c t u r e s w i t h i n w h i c h 
c o n s u l t a t i o n s o c c u r . R o l e t h e o r y has been c r i t i c i s e d f o r 
p r e s e n t i n g an a n a l y s i s based on i n d i v i d u a l s and t h e i r 
i n t e r a c t i o n s , p l a c i n g too l i t t l e e mphasis on t h e 
s t r u c t u r e s o f t h e s o c i a l s y s t e m w i t h i n which b e h a v i o u r s 
and e x p e c t a t i o n s o c c u r ( c . f . pp. 1 1 6 - 1 1 7 ) . The a u t h o r i t y 
( o r power) of t h e d o c t o r , f o r example, does not i n h e r 
w i t h i n t h e c o n s u l t a t i o n , a l t h o u g h i t i s d i s p l a y e d t h e r e . 
To r e d r e s s any i m b a l a n c e i n t h i s t h e s i s we can m e r e l y 
p o i n t t o t h e "macro" l e v e l of a n a l y s i s , t h e s o c i a l 
i n s t i t u t i o n s w i t h i n w h i c h g.p.s* r o l e s have e v o l v e d . 
A n a l y s i s o f t h e p r o f e s s i o n , i t s i n s t i t u t i o n s and 
r e g u l a t i o n w i t h i n t h e w i d e r s o c i a l w o r l d and t h e l i m i t s 
t h u s p l a c e d on r o l e s i s a r e s e a r c h e n d e a v o u r i n i t s own 
r i g h t and beyond th e s c o p e of t h e p r e s e n t t h e s i s ( c f . 
F r i e d s o n , 1970a; 1970b). Y e t i t i s i m p o r t a n t to n ote t h a t 
g.p.s who r e s i s t d i s c l o s i n g t h e n a t u r e of t h e i l l n e s s t o 
p a t i e n t s and m a i n t a i n t h e c u r a t i v e r o l e a r e not s i m p l y o r 
n e c e s s a r i l y m a l a d a p t i v e i n r o l e e v o l u t i o n a r y t e r m s . F o r 
one t h i n g , a d o p t i o n o f t h e n o n - d i s c l o s i n g r o l e a s opposed 
t o d i s c l o s i n g one may w e l l depend on p e r s o n a l i t y 
v a r i a b l e s , an a r e a w h i c h t h i s t h e s i s has not e x p l o r e d and 
w h i c h r e m a i n s open to f u t u r e r e s e a r c h ( s e e b e l o w ) . 
F u r t h e r m o r e , t h e n o n - d i s c l o s i n g and c u r a t i v e r o l e t h a t 
some g.p.s e s p o u s e i_s the r o l e v a l i d a t e d by t h e p r o f e s s i o n 
( c f . p.119 and PP.135-139). Thus i t i s t h e c o u n s e l l o r s 
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and f r i e n d s who a r e d e v i a n t s , o r s o c i a l m u t a t i o n s , whose 
r o l e s ' f u t u r e s u r v i v a l w i l l depend upon th e a t t a i n m e n t of 
p r o f e s s i o n a l a c c e p t a n c e and p r o b a b l y dominance. The 
a t t a i n m e n t o f s u c h dominance i s l i k e l y t o be a g r a d u a l 
( a n d p e r h a p s a l m o s t i m p e r c e p t i b l e ) p r o c e s s . I t i s l i k e l y 
t o be i n f l u e n c e d by changes i n t h e h a b i t a t of m e d i c i n e -
t h e h o s p i t a l s , t h e s u r g e r i e s - a s w e l l a s t h e c h a n g e s i n 
t h e n i c h e i t s e l f e ngendered by t h e a d v e n t of t e r m i n a l 
i l l n e s s . C h r o n i c l i n g t h e c hanges i n t h e p r o f e s s i o n a l 
s t r u c t u r e s and i n s t i t u t i o n s and t h e i d e a l t y p e s t h e y 
u n d e r w r i t e , would seem t o be an i m p o r t a n t r e q u i r e m e n t f o r 
o u r f u t u r e u n d e r s t a n d i n g of t h e r o l e s o f d o c t o r s and 
t e r m i n a l p a t i e n t s . Thus e x p l a n a t i o n and p r e d i c t i o n o f 
t h e way a g.p. (and g e n e r a l p r a c t i c e a s an e n t i t y ) w i l l 
r e s o l v e t h e a m b i g u i t y he, she o r i t f a c e s d u r i n g t e r m i n a l 
c a r e w i l l depend a t l e a s t i n p a r t on c hanges w i t h i n t h e 
p r o f e s s i o n o f m e d i c i n e as a whole. 
Our a n a l y s i s o f t h e communication between g.p.s and t h e i r 
t e r m i n a l l y i l l p a t i e n t s has f o c u s e d on t h e s o c i a l r o l e s o f 
t h e p r o t a g o n i s t s . Thus g.p.s' r e t i c e n c e t o d i s c l o s e t h e 
n a t u r e o f t h e i l l n e s s t o a p a t i e n t has been d i s c u s s e d i n 
t e r m s o f g.p.s' t e n a c i t y to t h e c u r a t i v e p h y s i c i a n r o l e . 
However, s u c h ( r e p o r t e d ) b e h a v i o u r may be e x p l a i n e d i n a 
number of ways and a l t h o u g h by no means e x h a u s t i v e we now 
b r i e f l y c o n s i d e r o t h e r g e n e r a l a p p r o a c h s w h i c h c o u l d be o f 
u s e i n c o n s i d e r i n g t h e d a t a r e p o r t e d h e r e . A F r e u d i a n 
a n a l y s i s , f o r example, would be b a s e d on i n d i v i d u a l s ' 
n eeds t o p r o t e c t t h e m s e l v e s , and be p r o t e c t e d from, t h e 
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u n c o n s c i o u s i r r a t i o n a l f o r c e s w h i c h t h e p r o s p e c t o f d e a t h 
would b r i n g a l l too t h r e a t e n i n g l y n e a r . Such an a n a l y s i s 
would be i n c o m p l e t e w i t h o u t r e f e r e n c e t o t h e s o c i a l 
s t r u c t u r e s ( e . g . t h e p r o f e s s i o n of m e d i c i n e , h o s p i t a l s ) 
w h i c h p e r f o r m t h e ( d i s g u i s e d ) f u n c t i o n o f d e f e n d i n g 
i n d i v i d u a l s a g a i n s t t h e a r o u s a l o f s u c h deep r o o t e d 
f e a r s . I n p a r t t h e n a F r e u d i a n a n a l y s i s would r e t u r n t o 
t h e r o l e c o n c e p t s e s p o u s e d h e r e , c o n s i d e r i n g them a s a 
mechanism of d e f e n s e . Whether one a c c e p t s t h e p r e c e p t s o f 
F r e u d i a n a n a l y s i s o r not, t h a t many d o c t o r s f i n d i t 
d i f f i c u l t t o t a l k t o p a t i e n t s about impending d e a t h i s 
h a r d l y a t i s s u e . T a l k i n g about d y i n g i s a t h r e a t e n i n g 
e x p e r i e n c e f o r most p e o p l e and an i n d i v i d u a l g.p. ' s 
w i l l i n g n e s s t o d i s c l o s e i n f o r m a t i o n i s l i k e l y t o be a 
f u n c t i o n of a number of p e r s o n a l f a c t o r s , s u c h as p r e v i o u s 
e x p e r i e n c e , t r a i n i n g , p e r s o n a l i t y and t h e l i k e . T h a t 
some d o c t o r s w i l l f i n d ways o f a v o i d i n g t e l l i n g p a t i e n t s 
i f i t i s p o s s i b l e i s s e l f e v i d e n t . T h i s w i l l p r o b a b l y 
depend on t h e complex f a c t o r s a l l u d e d t o above, a s w e l l a s 
t h e r o l e s , which a r e t h e c e n t r a l c o r e o f t h i s t h e s i s . The 
work o f L i e f and Fox ( 1 9 6 3 ) i s o f r e l e v e n c e h e r e s i n c e i t 
p o i n t s t o s u c h mechanisms a s d e n i a l , d i s t a n c i n g and 
o b j e c t i f y i n g p a t i e n t s i n t o s e t s o f o r g a n s a s c o p i n g 
s t r a t e g i e s d e v e l o p e d e a r l y d u r i n g m e d i c a l c a r e e r s t o 
p r o t e c t a g a i n s t t h e t h r e a t o f d e a t h . O b j e c t i f i c a t i o n , 
d e n i a l and d i s t a n c i n g i s e x a c t l y what t h e c u r a t i v e r o l e 
can o f f e r . F i n a l l y , t h e way i n w h i c h a g.p. and a 
p a t i e n t w i l l behave d u r i n g c o n s u l t a t i o n s and t a l k about 
t h e i r c o n s u l t a t i o n s i s l i k e l y t o be i n f l u e n c e d by 
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p e r s o n a l i t y v a r i a b l e s and t h e g.p.s* w i l l i n g n e s s t o 
d i s c l o s e i n f o r m a t i o n . Thus, f o r example, on t h e b a s i s o f 
p e r s o n a l i t y t h e o r y one would p r e d i c t d i f f e r e n c e s i n 
p e r s o n a l i t y t r a i t s between g.p.s who d i s c l o s e d and t h o s e 
who d i d not. Such an a p p r o a c h has not been f o l l o w e d h e r e 
but c l e a r l y t h e r e i s room f o r r e s e a r c h i n t o t h e s e i s s u e s . 
M e t h o d o l o g i c a l C o n s i d e r a t i o n s 
I n t h i s s e c t i o n we c o n s i d e r a number of I n t e r r e l a t e d 
problems i n t h e methods used i n o u r s t u d i e s . T h e s e have 
both p r a c t i c a l c o n s e q u e n c e s f o r t h e p e r f o r m a n c e o f t h e 
s t u d i e s and i m p l i c a t i o n s f o r t h e g e n e r a l i s a b i l i t y o f o u r 
r e s u l t s . F i r s t we c o n s i d e r t h e p i l o t s t u d y (pp. 
150-154) and t h e u s e o f r o l e p l a y i n g s u b j e c t s . R o l e 
p l a y i n g a s a methodology has been c r i t i c i s e d on a number 
of grounds ( e . g . Freedman, 1969) and we c o n s i d e r e d some 
o f t h e s e problems e a r l i e r ( p . 1 5 2 ) . At t h e t i m e t h e main 
p e r c e i v e d a d v a n t a g e o f t h e r o l e p l a y method was t h e 
a v a i l a b i l i t y and a c c e s s i b i l i t y o f s u b j e c t s . Y e t i n h e r e n t 
w i t h i n t h i s a d v a n t a g e i s a problem, f o r i t i m p l i e s t h e 
e x p e c t a t i o n t h a t s e c u r i n g t h e c o o p e r a t i o n o f g.p.s and 
t h e i r p a t i e n t s would i t s e l f be d i f f i c u l t . T h i s was i n 
f a c t t h e c a s e . Had t h e s e i s s u e s been more d i r e c t l y 
c o n f r o n t e d d u r i n g t h e i n i t i a l s t a g e s o f t h e r e s e a r c h , i t 
i s p o s s i b l e t h a t t h e y c o u l d have been more s u c c e s s f u l l y 
overcome. I t i s s u g g e s t e d t h e r e f o r e t h a t i n f u t u r e 
r e s e a r c h o f t h i s k i n d , r o l e p l a y i n g s h o u l d not u s u a l l y be 
used a s an a l t e r n a t i v e t o a c t u a l o c c u p a n t s of t h e r o l e . 
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N e v e r t h e l e s s , t h e r e may be a r e a s , s u c h a s t r a i n i n g , where 
r o l e p l a y i n g w i l l c o n t i n u e to p r o v e f r u i t f u l . 
I n C h a p t e r k we b r i e f l y c o n s i d e r e d problems o f 
i n t e r v i e w i n g g.p.s and p a t i e n t s . L i t t l e a t t e n t i o n was 
p a i d t h e r e t o t h e i s s u e s i n v o l v e d i n a t t a i n i n g r e a s o n a b l e 
l e v e l s o f s u b j e c t c o o p e r a t i o n . I n S t u d y 1 we r e c o r d e d an 
i n i t i a l g.p. r e f u s a l r a t e o f 58/0. w h i c h was e x a c e r b a t e d by 
one o f t h e 5 g.p.s d r o p p i n g o u t o f t h e s t u d y . I n S t u d y 2 
we r e c o r d e d a g.p. r e f u s a l r a t e o f 50% and a l t h o u g h none 
dropped out , 7 f a i l e d t o a l l o c a t e any p a t i e n t s . T h i s 
f a i l u r e may s u g g e s t t h a t t h e s e g.p.s o n l y h a l f h e a r t e d l y 
c o o p e r a t e d w i t h t h e s t u d y d e s i g n , a l t h o u g h t h e p o s s i b i l i t y 
t h a t t h e y had no s u i t a b l e p a t i e n t s a t t h e time c a n n o t be 
t o t a l l y d i s m i s s e d . R e f u s a l to c o o p e r a t e can be e q u a t e d 
w i t h s e l f s e l e c t i o n by t h e g.p.s. What i s more, t h e g.p.s 
who d i d c o o p e r a t e s e l e c t e d p a t i e n t s and may have b i a s e d 
t h e p a t i e n t sample i n l i n e w i t h t h e i r own p r e c o n c e p t i o n s . 
We c o n s i d e r t h e s e two p o i n t s i n t u r n below. 
G.p.s were s e l e c t e d a t random, but w i t h so many r e f u s a l s 
t h e sample can not be c o n s i d e r e d random. N o n e t h e l e s s t h e 
s a m p l e s of g.p.s who p a r t i c i p a t e d b r o a d l y r e s e m b l e 
n a t i o n a l and r e g i o n a l norms f o r g e n e r a l p r a c t i c e i n t e r m s 
o f age and s e x c o m p o s i t i o n , and f e a t u r e s o f the p r a c t i c e s 
i n w h i c h t h e y work. Thus t h e sample may have been 
r e p r e s e n t a t i v e . So w h a t e v e r t h e problems w i t h our 
p r o c e d u r e , i t i s an improvement on t h e u s u a l s a m p l i n g 
p r o c e d u r e s t h a t depend on t h e c o o p e r a t i o n o f 
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p r a c t i t i o n e r s who a r e a s s o c i a t e d w i t h m e d i c a l s c h o o l s and 
t e a c h i n g h o s p i t a l s . I n one r e s p e c t t h e sample i n S t u d y 
2 may not be r e p r e s e n t a t i v e ; 40% h e l d t h e M.R.C.G.P. 
q u a l i f i c a t i o n compared w i t h 3 2 % o f t h e n a t i o n a l p o p u l a t i o n 
o f g.p.s [ a s c a l c u l a t e d from d a t a f o r 1986 r e p o r t e d i n 
R.C.G.P. ( 1 9 8 6 ) and D.H.S.S. ( 1 9 8 7 ) ] . As g.p.s who a r e 
members o f t h e R o y a l C o l l e g e were found t o t e n d more 
towards r e v e a l i n g , i t seems l i k e l y t h a t t h e d i s t r i b u t i o n 
o f g.p.s a c r o s s t h e continuum o f c o m m u n i c a t i o n s t r a t e g i e s 
( p . 3 1 7 ) u n d e r r e p r e s e n t s t h e p r o p o r t i o n who t e n d t o w a r d s 
c o n c e a l m e n t . However, i t seems l i k e l y t h a t t h e r a n g e o f 
s t r a t e g i e s i s r e p r e s e n t e d i n t h i s t h e s i s . We have 
i d e n t i f i e d g.p.s a t one extreme o f t h e continuum who 
r e p o r t r o u t i n e l y r e v e a l i n g i n f o r m a t i o n t o p a t i e n t s . At 
t h e o t h e r e x t r e m e we have g.p.s, who r e p o r t t h a t t h e y t r y 
t o s t o p t h e i r p a t i e n t s from d i s c o v e r i n g a n y t h i n g about 
t h e i r i l l n e s s e s and even p h y s i c a l l y a v o i d p a t i e n t s i n 
o r d e r t o c o n c e a l i n f o r m a t i o n from them. I t i s d i f f i c u l t 
t o t h i n k o f more extreme v e r s i o n s o f t h e s t r a t e g y o f 
a c t i v e l y c o n c e a l i n g t h a n t h a t i m p l i e d by t h e t a c t i c o f 
p h y s i c a l a v o i d a n c e , but f u t u r e r e s e a r c h may show them t o 
e x i s t . 
As w e l l a s t h e problems a s s o c i a t e d w i t h g.p. 
s e l f - s e l e c t i o n t h e r e a r e t h o s e r e l a t e d t o t h e s e l e c t i o n by 
g.p.s o f p a t i e n t s f o r t h e s t u d y . T h e s e a r e o f two s o r t s . 
F i r s t , t h e problem o f w h e t h e r g.p.s i n t r o d u c e d b i a s by 
s e l e c t i n g p a t i e n t s on t h e b a s i s o f some o t h e r c r i t e r i a 
t h a n t h o s e s p e c i f i e d , ( e . g . by o n l y a l l o c a t i n g p a t i e n t s 
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t h e y p e r s o n a l l y l i k e d and got on w i t h ) . Second, t h e 
p roblem i n S t u d y 2 t h a t g.p.s f a i l e d t o a l l o c a t e p a t i e n t s 
i n t h e numbers a n t i c i p a t e d . We c o n s i d e r t h e s e two 
s e p e r a t e l y below. 
D u r i n g c a s e h i s t o r y i n t e r v i e w s e a c h g.p. was a s k e d why he 
o r she had a l l o c a t e d t h e p a t i e n t b e i n g d i s c u s s e d t o t h e 
s t u d y ( s e e Appendix 1 ) . I n S tudy 1 a l l g.p.s r e p l i e d 
t h a t t h e t e r m i n a l p a t i e n t had been a l l o c a t e d a s t h e o n l y 
one s u i t a b l e f o r i n c l u s i o n i n t h a t group. However, we 
c a n n o t be c e r t a i n t h a t t h i s was i n f a c t t h e c a s e , s i n c e on 
t h e two o c c a s i o n s d u r i n g S t u d y 1 when t h e o r i g i n a l l y 
a l l o c a t e d p a t i e n t was not s u c c e s s f u l l y i n t e r v i e w e d , t h e 
g.p. found i t p o s s i b l e t o r e p l a c e them ( c . f . Q u o t a t i o n 
6.72 p . 2 4 4 ) . Thus i t i s p o s s i b l e t h a t g.p.s* a l l o c a t i o n 
o f p a t i e n t s b i a s e d t h e r e s u l t s . One might e x p e c t t h e n 
t h a t g.p.s would c h o o s e p a t i e n t s t o c o n f i r m t h e i r own 
a c c o u n t s . W h i l s t t h i s may have o c c u r r e d , we can p o i n t 
to t h e e x i s t e n c e o f d i s c r e p a n c i e s between g.p.a' and 
p a t i e n t s * a c c o u n t s ( i d e n t i f i e d i n C h a p t e r 6) t o show t h a t 
a t l e a s t t h e g.p.s were not c o m p l e t e l y s u c c e s s f u l i f t h e y 
were a t t e m p t i n g t o d e c e i v e t h e r e s e a r c h e r . I n S t u d y 2 t h e 
l e v e l o f p a t i e n t a l l o c a t i o n was v e r y low, ( d i s c u s s e d i n 
C h a p t e r 9; P P . 3 5 3 - 3 5 6 ) . As a r e s u l t we were u n a b l e t o 
p r e s e n t an a n a l y s i s c o m p a r i n g t h e p e r s p e c t i v e s o f g.p.s 
and p a t i e n t s a s f o r S t u d y 1 ( C h a p t e r 6 ) , and have had t o 
depend o n l y on t h e g.p.s p e r s p e c t i v e s . The r e l a t i v e l y few 
p a t i e n t i n t e r v i e w s t h a t were c o n d u c t e d d u r i n g S t u d y 2 were 
a n a l y s e d i n f o r m a l l y and no c l e a r c l a s h e s i n p e r s p e c t i v e s 
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were i d e n t i f i e d . T h i s i s b e t t e r than n o t h i n g , y e t i t 
would c l e a r l y have been p r e f e r a b l e t o have had a f u l l 
complement of p a t i e n t s . Moreover t h o s e p a t i e n t s who 
were a s s i g n e d had u n e x p e c t e d l y h i g h m o r t a l i t y r a t e s . 
Thus o n l y a m i n o r i t y o f t h e r e l a t i v e l y few p a t i e n t s 
a l l o c a t e d were a c t u a l l y i n t e r v i e w e d , and so few c o m p l e t e d 
t h e 6 months of t h e l o n g i t u d i n a l s t u d y t h a t f o r m a l 
a n a l y s i s of t h e s e i n t e r v i e w s was judged t o be 
u n p r o d u c t i v e . The low l e v e l o f s u c c e s s i n i n t e r v i e w i n g 
p a t i e n t s a s i n t e n d e d had t h e r e s u l t t h a t our a n a l y s i s 
depends t o t a l l y on a c c o u n t s , e x c e p t i n t h e c a s e o f t h e one 
g.p. who s u p p l i e d v i d e o r e c o r d i n g s of i n t e r a c t i o n s . 
However, c a r e f u l v i e w i n g of t h e two and a h a l f h o u r s o f 
v i d e o r e c o r d i n g s c o l l e c t e d , r e v e a l e d n o t h i n g t h a t d i d not 
conform t o t h e a c c o u n t s p r o f f e r e d by t h e g.p. and t h o s e 
p a t i e n t s t h a t were i n t e r v i e w e d ( q . v. Appendix 5 ) . 
I n terms o f t h e o r i g i n a l o b j e c t i v e s o f t h e r e s e a r c h , t h e 
s t u d y d e s i g n s were not o v e r w h e l m i n g l y s u c c e s s f u l , a l t h o u g h 
t h e g.p. r e f u s a l r a t e s r e c o r d e d a r e not u n u s u a l . The 
e x p e r i e n c e of problems i n t h e p r e s e n t r e s e a r c h c a n , 
however, be i n s t r u c t i v e and l e a d t o a number o f 
m e t h o d o l o g i c a l recommendations f o r f u t u r e r e s e a r c h e r s . 
T h e s e a r e now c o n s i d e r e d . 
R e d u c t i o n of g.p. r e f u s a l r a t e s and improvement of p a t i e n t 
a l l o c a t i o n l e v e l s . We s e l e c t e d g.p.s a t random from 
F.P.C. l i s t s and c o n t a c t e d them by l e t t e r . T h e s e l e t t e r s 
e m p h a s i s e d t h e r e s e a r c h n a t u r e o f t h e s t u d i e s . T h i s may 
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have c a u s e d d i s q u i e t to some g.p.s, s i n c e i t i s p o s s i b l e 
t h a t t h e y p e r c e i v e d t h a t an e v a l u a t i o n of t h e i r own 
p r o f e s s i o n a l competence was i m p l i e d . T h i s may have 
r e s u l t e d i n r e f u s a l t o c o o p e r a t e . O b v i o u s l y c a r e must be 
t a k e n i n t h e w o r d i n g o f s u c h l e t t e r s . S p e c i f i c a l l y , 
g r e a t e r s t r e s s c o u l d be p l a c e d on t h e r e c o g n i t i o n t h a t 
c o m m u n i c a t i o n w i t h t e r m i n a l l y i l l p a t i e n t s i s a h i g h l y 
p r o b l e m a t i c s i t u a t i o n f o r a l l d o c t o r s , so a s to m i n i m i s e 
t h e i n d i v i d u a l g.p. 1 s s e l f doubts about h i s o r h e r own 
competence i n t h i s f i e l d . Second, and p e r h a p s more 
i m p o r t a n t l y , t h e r e i s a need to o f f e r some form o f 
i n c e n t i v e t o g.p.s t o c o o p e r a t e i n r e s e a r c h of t h i s k i n d . 
One p o s s i b i l i t y would be to o f f e r f e e d b a c k and t r a i n i n g t o 
t h e g.p.s on t h e b a s i s o f i n v o l v e m e n t i n t h e r e s e a r c h , 
t h u s making i t a l e a r n i n g experience'. C l e a r l y i f an 
e d u c a t i o n a l component were b u i l t i n t o t h e d e s i g n , i t would 
have t o be u n d e r t a k e n a t t h e end o f t h e d a t a c o l l e c t i o n 
p e r i o d , u n l e s s one was e v a l u a t i n g t h e e f f e c t i v e n e s s o f t h e 
t r a i n i n g i t s e l f . I t would p r o b a b l y a l s o p r o v e 
a d v a n t a g e o u s f o r t h e r e s e a r c h e r s t o have t h e b a c k i n g o f 
t h e r e l e v a n t p r o f e s s i o n a l b o d i e s and i n s t i t u t i o n s ( e . g . 
R . C . G . P . / l o c a l m e d i c a l s c h o o l ) r a t h e r t h a n b e i n g b a s e d i n 
an i n s t i t u t i o n w i t h few c l i n i c a l c o n t a c t s . 
The problem o f low l e v e l s of g.p. a l l o c a t i o n of p a t i e n t s 
c o u l d be overcome i n a number of ways. F o r w h a t e v e r 
r e a s o n s g.p.s i n S t u d y 2 c l e a r l y had d i f f i c u l t y i n 
i d e n t i f y i n g a p o i n t a t w h i c h p a t i e n t s became t e r m i n a l l y 
i l l . G i v e n t h e " c a r e e r " c o n c e p t i o n o f t e r m i n a l i l l n e s s 
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( c . f . C h a p t e r 3) o u t l i n e d i n t h i s t h e s i s , i t would seem 
w o r t h w h i l e t o i d e n t i f y p a t i e n t s from a s e a r l y as p o s s i b l e 
f o r l o n g i t u d i n a l s t u d y . T h i s c o u l d be a c c o m p l i s h e d by 
i d e n t i f y i n g p a t i e n t s a t f i r s t p r e s e n t a t i o n to t h e i r g.p.s. 
T h i s , however, would r e q u i r e c o n s t a n t m o n i t o r i n g o f l a r g e 
numbers o f g.p.s , who would have to be p e r s u a d e d t o 
c o o p e r a t e i n t h e f i r s t p l a c e . A more f e a s i b l e s o l u t i o n i s 
to i d e n t i f y p a t i e n t s by r e f e r r a l t o s p e c i a l i s t s . T h i s 
would e n t a i l changes i n t h e d e s i g n t o make i t more 
" p a t i e n t d r i v e n " , so t h a t r a t h e r t h a n h a v i n g g.p.s 
a l l o c a t e p a t i e n t s , p a t i e n t s a r e us e d t o i d e n t i f y g.p.s. 
F o r example, a l l new r e f e r r a l s t o s p e c i a l i s t c l i n i c s f o r 
c a n c e r might be a l l o c a t e d t o t h e s t u d y and c o n t a c t made 
w i t h t h e g.p. who made t h e r e f e r r a l . Such a d e s i g n might 
r e s u l t i n r e d u c t i o n o f t h e r e f u s a l r a t e s i f t h e s e a r e due 
t o g.p.s f e e l i n g t h a t t h e y a r e b e i n g e v a l u a t e d . A l t h o u g h 
f i r s t r e f e r r a l t o t h e s p e c i a l i s t i s one p o s s i b i l i t y , 
p e r m i t t i n g an a l m o s t c o m p l e t e c a r e e r h i s t o r y , t h e l e n g t h 
o f many p a t i e n t s ' c a r e e r s a s c a n c e r p a t i e n t s p r i o r t o 
t h e i r becoming t e r m i n a l p a t i e n t s ( i f t h e y e v e r do) may 
make t h i s method d i f f i c u l t i n p r a c t i c e . Thus f u t u r e 
r e s e a r c h e r s w i l l have t o c o n s i d e r c a r e f u l l y t h e e n t r y 
c r i t e r i a f o r s u c h s t u d i e s , p e r h a p s a c c e p t i n g t h e more 
manageable t i m e s c a l e a s s o c i a t e d w i t h r e c u r r a n c e . 
A d e s i g n t h a t depends on p a t i e n t s b e i n g i d e n t i f i e d on t h e 
b a s i s of r e f e r r a l t o h o s p i t a l r e q u i r e s f o u r main c a v e a t s . 
F i r s t , a s m a l l m i n o r i t y o f p a t i e n t s w i t h c a n c e r a r e n e v e r 
r e f e r r e d by g.p.s t o s p e c i a l i s t s ( c . f . W i l k e s , 1964, 1965; 
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MacDonald, 1986). Such p a t i e n t s may be i d e n t i f i e d by 
c r o s s r e f e r e n c e t o c a n c e r r e g i s t r a t i o n . Second, i t i s 
p o s s i b l e t h a t d i a g n o s i s and r e f e r r a l t o s p e c i a l i s t s d i f f e r 
a c r o s s g.p.s. T h i s , f o r example, c o u l d be a f u n c t i o n o f 
g.p.s* d i a g n o s t i c s k i l l s and o r i e n t a t i o n , o r o f some 
e p i d e m i o l o g i c a l f a c t o r r e l a t e d t o t h e catchment a r e a o f 
t h e i r p r a c t i c e . Thus i t w i l l r e m a i n n e c e s s a r y t o check 
t h e r e p r e s e n t a t i v e n e s s o f t h e sample o f g.p.s accessed v i a 
p a t i e n t r e f e r r a l . T h i r d , such a d e s i g n i s by no means a 
panacea f o r a l l t h e problems i d e n t i f i e d by o u r own 
r e s e a r c h . The a l l o c a t i o n o f p a t i e n t s t o a s t u d y by 
h o s p i t a l c o n s u l t a n t s i s n o t always a s i m p l e p r o c e s s and 
can be f r a u g h t w i t h problems b o t h i n s e c u r i n g t h e 
c o o p e r a t i o n o f t h e h o s p i t a l m e d i c a l and n u r s i n g s t a f f and 
i n a c c u r a t e l y a l l o c a t i n g p a t i e n t s t o t h e s t u d y 
( A d d i n g t o n - H a l l , 1987). F i n a l l y , such a d e s i g n e q u a t e s 
t e r m i n a l i l l n e s s w i t h cancer, o r i t s r e c u r r a n c e , b u t t h e r e 
a r e o t h e r d i s e a s e s w h i c h r e s u l t i n p a t i e n t s becoming 
t e r m i n a l . The most t o p i c a l example a t p r e s e n t i s A c q u i r e d 
Immune D e f i c i e n c y Syndrome ( A I D S ) , and i t may be 
w o r t h w h i l e t o e x t e n d p a t i e n t i d e n t i f i c a t i o n t o i n c l u d e 
such p a t i e n t s . 
A c c e s s i n g g.p.s t h r o u g h t h e i r p a t i e n t r e f e r r a l s , m a k i n g 
t h e c o n t a c t l e t t e r l e s s p r o f e s s i o n a l l y t h r e a t e n i n g and 
o f f e r i n g a q u i d p r o quo f o r t h e i r c o o p e r a t i o n by a p p e n d i n g 
an e d u c a t i o n a l component t o t h e r e s e a r c h a r e t h u s l i k e l y 
ways o f r e d u c i n g g.p. r e f u s a l and a t t r i t i o n r a t e s , and 
t h e b i a s i n h e r e n t i n g.p.s' s e l e c t i o n o f p a t i e n t s . Such 
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changes may a l s o p e r m i t g r e a t e r demands t o be made on t h e 
g.p.s. Thus t h e g.p. c o u l d be o f f e r e d t h e o p p o r t u n i t y o f 
v i e w i n g v i d e o r e c o r d i n g s o f h i s o r h e r i n t e r a c t i o n s w i t h 
c a n c e r / t e r m i n a l p a t i e n t s as p a r t o f t h e e d u c a t i o n a l 
e x p e r i e n c e , w h i c h w o u l d a t t h e same t i m e p r o v i d e t h e 
r e s e a r c h e r w i t h b e h a v i o u r a l d a t a as w e l l as a c c o u n t s . 
O t h e r e x t e n s i o n s o f t h e b a s i c p a r a d i g m c o u l d i n c l u d e 
a n a l y s i s o f communications w i t h p r o f e s s i o n a l s o t h e r t h a n 
g.p.s and w i t h i n t h e v a r i o u s s e t t i n g s o f t h e p a t i e n t s ' 
c a r e e r s . Thus o u t p a t i e n t c l i n i c s s h o u l d be a c c e s s i b l e 
w i t h o u t d i f f i c u l t y . I n p a t i e n t s t a y s may a l s o be 
a c c e s s i b l e and a l t h o u g h t h e p r a c t i c a l problems o f 
r e c o r d i n g b e h a v i o u r on open wards may be p r o h i b i t i v e , 
u s e f u l d a t a based on r e p o r t s and m e d i c a l and n u r s i n g 
r e c o r d s c o u l d be o b t a i n e d . Thus i t w o u l d be p o s s i b l e t o 
c o l l e c t d a t a r e p r e s e n t i n g t h e c o m p l e t e h i s t o r y o f t h e 
I l l n e s s , f r o m t i m e o f f i r s t r e f e r r a l f o r c a n c e r t h r o u g h 
t h e t e r m i n a l phase t o e v e n t u a l d e a t h . 
Two f u r t h e r p o i n t s about m e t h o d o l o g i e s a r e w o r t h 
s t r e s s i n g . F i r s t , o u r d e s c r i p t i o n o f o b j e c t i v e s , 
s t r a t e g i e s and t a c t i c s r e i n f o r c e s t h e p o i n t made e a r l i e r 
t h a t t h e s t u d y o f t h e s i n g l e c o n s u l t a t i o n r e s u l t s i n 
c o l l e c t i o n o f i m p o v e r i s h e d d a t a . T a c t i c s a r e t h e 
b e h a v i o u r a l d i m e n s i o n o f t h e a n a l y s i s and a r e t o be f o u n d 
a t t h e l e v e l o f t h e s i n g l e c o n s u l t a t i o n . Yet t h e meaning 
o f t h e t a c t i c l i e s w i t h i n t h e s t r a t e g y o f w h i c h i t i s a 
p a r t . N o r m a l l y , one wo u l d e x p e c t a s t r a t e g y o n l y t o 
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become v i s i b l e o v e r a s e r i e s o f c o n s u l t a t i o n s . Thus 
o b s e r v a t i o n s made d u r i n g one c o n s u l t a t i o n need t o be 
c o n t e x t u a l i s e d w i t h i n t h e s e r i e s o f c o n s u l t a t i o n s f o r 
t h e i r meaning t o be made c l e a r . For example, t h e e v a s i o n 
o f a p a t i e n t ' s q u e s t i o n e a r l y d u r i n g a s e r i e s o f 
c o n s u l t a t i o n s , made by a g.p. p u r s u i n g a s t r a t e g y o f 
g r a d u a l d i s c l o s u r e , has a v e r y d i f f e r e n t meaning t o t h e 
e v a s i o n o f a q u e s t i o n made by a g.p. p u r s u i n g a s t r a t e g y 
o f a c t i v e concealment. However, w i t h i n t h e s i n g l e 
c o n s u l t a t i o n t h e two e v a s i o n s may appear b e h a v i o u r a l l y 
i d e n t i c a l and t h u s l e a d a r e s e a r c h e r , who bases h i s o r h e r 
r e s e a r c h on s i n g l e c o n s u l t a t i o n s , t o draw s p u r i o u s 
c o n c l u s i o n s . I t i s a l s o n e c e s s a r y t o c o n s i d e r t h e 
t a c t i c s and s t r a t e g i e s i n t h e l i g h t o f o b j e c t i v e s , a 
d i m e n s i o n t h a t o n l y becomes m a n i f e s t w i t h a c c o u n t s o f 
i n t e n t i o n s . Thus i n f u t u r e i t i s recommended t h a t 
b e h a v i o u r a l d a t a be c o n s i d e r e d i n r e l a t i o n t o i n t e n t i o n s , 
o r t h e r e l a t i o n s h i p between o b s e r v e d b e h a v i o u r and 
a c c o u n t s o f a c t i o n s . T h i s i s an i s s u e n o t f u l l y 
a d d r e s s e d i n t h i s t h e s i s , s i n c e we were u n a b l e t o c o l l e c t 
s u b s t a n t i a l b e h a v i o u r a l r e c o r d s o f c o n s u l t a t i o n s . I t i s 
n e c e s s a r y t o m o n i t o r s e r i e s o f c o n s u l t a t i o n s i n 
c o n j u n c t i o n w i t h t h e c o l l e c t i o n o f i n t e r v i e w d a t a f r o m t h e 
p a r t i c i p a n t s . W h i l s t v i d e o r e c o r d i n g o f c o n s u l t a t i o n s 
o f f e r s a b e h a v i o u r a l r e c o r d , t h e c o n s u l t a t i o n 
q u e s t i o n n a i r e s d e v e l o p e d f o r t h e p r e s e n t r e s e a r c h 
( A p p e n d i x H) s h o u l d a l s o p r o v e a u s e f u l t o o l . These 
q u e s t i o n n a i r e s were d e v e l o p e d t o p r o v i d e a r e c o r d o f t h e 
g.p.s' and p a t i e n t s ' i m p r e s s i o n s i m m e d i a t e l y a f t e r t h e 
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c o m p l e t i o n o f a c o n s u l t a t i o n . Thus w h i l s t subsequent 
a n a l y s i s o f t h e v i d e o r e c o r d i n g o f a c o n s u l t a t i o n may 
r e v e a l , f o r example, a g.p. as u t i l i s i n g a s p e c i f i c 
t a c t i c , t h e q u e s t i o n n a i r e s would t a p t h e g.p.'s and t h e 
p a t i e n t ' s p e r c e p t i o n s o f what o c c u r r e d and t h u s p e r m i t 
c omparison o f t h e s e v a r y i n g p e r s p e c t i v e s . Thus t h e 
q u e s t i o n n a i r e s were d e s i g n e d t o p r o v i d e f u r t h e r d a t a on 
t h e c o n s u l t a t i o n p r o c e s s , d a t a t h a t w o u l d p r o v i d e us w i t h 
i n s i g h t i n t o t h e p r o t a g o n i s t s * p e r s p e c t i v e s on what 
o c c u r r e d ( q . v . Appendix 5 ) . F u r t h e r m o r e t h e c o m p l e t i o n 
o f t h e s e q u e s t i o n n a i r e s a f t e r c o n s u l t a t i o n s s h o u l d p r o v i d e 
us w i t h d a t a on c o n s u l t a t i o n s n o t accessed by v i d e o o r 
a u d i o r e c o r d e r s . Such an a p p roach w o u l d appear t o o f f e r 
f r u i t f u l d i r e c t i o n s f o r f u t u r e r e s e a r c h . However, t h e s e 
q u e s t i o n n a i r e s s h o u l d be f u r t h e r d e v e l o p e d t o t a p t h e 
i n t e n t i o n s o f t h e r e s p o n d e n t s ; a s k i n g , f o r example, what 
i t was hoped t o a c h i e v e d u r i n g t h e c o n s u l t a t i o n , what was 
a c h i e v e d , and p e r c e i v e d r e a sons f o r any d i s c r e p a n c i e s . 
To summarise, t h e m e t h o d o l o g i c a l i n a d e q u a c i e s i d e n t i f i e d 
i n t h e s t u d i e s r e p o r t e d r e s u l t i n a number o f problems. 
One i s t h a t a s p e c t s o f t h e s t u d i e s as i n i t i a l l y c o n c e i v e d 
were n o t c o mpleted. I n t h e second s t u d y we depended more 
h e a v i l y on g.p. i n t e r v i e w s t h a n i n t e n d e d , s i n c e we were 
u n a b l e t o c o l l e c t s u f f i c i e n t d a t a f r o m p a t i e n t s . T h i s 
l a c k o f p a t i e n t s a l s o made i t i m p o s s i b l e t o a n a l y s e t h e 
l o n g i t u d i n a l components t o c o n s i d e r how, f o r example, 
p a t i e n t awareness changed o v e r t i m e . We were a l s o f o r c e d 
t o depend on r e p o r t s o f c o n s u l t a t i o n s w i t h o u t s u f f i c i e n t 
b e h a v i o u r a l d a t a t o c o n f i r m them. Second, t h e samples o f 
g.p.s and p a t i e n t s may n o t be p e r f e c t l y r e p r e s e n t a t i v e o f 
t h e p o p u l a t i o n s f r o m w h i c h t h e y were drawn. I n t e r m s o f 
t h e c o n t i n u u m o f communication d e v e l o p e d here t h i s b i a s i n 
t h e sample suggests one m a j o r c a v e a t . That i s t h a t t h e 
d i s t r i b u t i o n o f g.p.s a l o n g t h e c o n t i n u u m may 
o v e r r e p r e s e n t t h e p r o p o r t i o n f a v o u r i n g a c t i v e d i s c l o s u r e . 
We f e e l c o n f i d e n t t h a t t h e range i s r e p r e s e n t a t i v e , s i n c e 
an e x t r e m e o f n o n - d i s c l o s u r e i s a l s o r e v e a l e d , b u t f u r t h e r 
r e s e a r c h i s needed t o t e s t t h i s . We have a l s o s u g g e s t e d 
m e t h o d o l o g i c a l improvements t o overcome t h e m a j o r f l a w s i n 
d e s i g n t h a t we have d i s c u s s e d and c o n s i d e r t h e 
i m p l i c a t i o n s o f our f i n d i n g s f o r f u t u r e r e s e a r c h l a t e r . 
Now however, we t u r n t o c o n s i d e r m e d i c a l t r a i n i n g . 
I m p l i c a t i o n s f o r M e d i c a l T r a i n i n g 
The r e s u l t s o f t h e s e s t u d i e s have a number o f i m p l i c a t i o n s 
f o r t h e f u t u r e t r a i n i n g o f m e d i c a l p r a c t i t i o n e r s . We can 
o u t l i n e o n l y g e n e r a l p r i n c i p l e s , and no a t t e m p t w i l l be 
made t o suggest s p e c i f i c changes t o e i t h e r u n d e r g r a d u a t e 
o r v o c a t i o n a l c u r r i c u l a . Changes c o n s t a n t l y o c c u r i n 
c u r r i c u l a and some o f t h o s e w h i c h have a l r e a d y o c c u r r e d 
a r e i n l i n e w i t h s u g g e s t i o n s we would make. Thus, t h e 
r e p o r t o f t h e D.H.S.S. w o r k i n g p a r t y on t e r m i n a l c a r e 
( W i l k e s , 1980) and t h e r e c e n t l y m o d i f i e d G.M.C. g u i d e l i n e s 
on b a s i c m e d i c a l e d u c a t i o n (G.M.C., 1981) b o t h emphasise 
t h e need f o r m e d i c a l s t u d e n t s and v o c a t i o n a l t r a i n e e s t o 
g a i n e x p e r i e n c e i n t e r m i n a l c a r e , e s p e c i a l l y 
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" p s y c h o l o g i c a l a s p e c t s o f d y i n g . . . ( a nd) t e c h n i q u e s i n 
c o u n s e l l i n g " ( W i l k e s , 1980; Para 5-3). However, t h e 
f r u i t s o f such recommendations may n o t be v i s i b l e i n t h e 
everyday p r a c t i c e o f m e d i c i n e f o r some y e a r s . 
I n Chapter 2 we r e v i e w e d numerous s t u d i e s o f t h e 
communication o f i n f o r m a t i o n between d o c t o r s and p a t i e n t s . 
Many o f the s e i m p l i e d t h a t c o m m u n i c a t i o n can be i m p r o v e d 
by t e a c h i n g d o c t o r s s p e c i f i c s k i l l s , be t h e y t h e o r d e r i n 
w h i c h t o p r e s e n t i n f o r m a t i o n , o r t h e way i n w h i c h t o 
e l i c i t a good case h i s t o r y . But o u r r e s e a r c h s u g g e s t s 
t h a t communication, a t l e a s t d u r i n g g e n e r a l p r a c t i c e 
t e r m i n a l c a r e , i s i n e x t r i c a b l y i n t e r t w i n e d w i t h t h e r o l e 
t h a t t h e d o c t o r p l a y s . Thus e x h o r t i n g d o c t o r s o r t r a i n e e s 
t o t e l l p a t i e n t s i n such and such a way, i s o f l i t t l e use 
i f t h e recommendation c o n f l i c t s w i t h t h e i r c o n c e p t s o f t h e 
r o l e t h e y p l a y . Such problems can p r o b a b l y be overcome by 
exposur e t o a l t e r n a t i v e r o l e s , complementary t o t h e d y i n g , 
and c o m p a t i b l e w i t h t e l l i n g . 
A c c o r d i n g t o Wakeford (1983) t h e v a s t m a j o r i t y o f t h e 
t e a c h i n g o f communication s k i l l s i n m e d i c a l s c h o o l s i s on 
an ad hoc b a s i s . C l e a r l y more s y s t e m a t i c , e a r l y t r a i n i n g 
i n such s k i l l s w o uld e q u i p t h e g.p.s o f t h e f u t u r e w i t h 
r e s o u r c e s b e n e f i c i a l t o t h e i r i n t e r a c t i o n s w i t h p a t i e n t s 
i n g e n e r a l and t e r m i n a l p a t i e n t s i n p a r t i c u l a r . A 
s t r i k i n g f e a t u r e o f our i n t e r v i e w s i s t h a t g.p.s, w h i l s t 
e x p l a i n i n g how t h e y d e v e l o p e d t h e i r approaches t o t e r m i n a l 
p a t i e n t s , i n v a r i a b l y r e f e r r e d t o c l i n i c a l e x p e r i e n c e s as 
f o r m a t i v e . T h i s i s t r u e even o f t h o s e few g.p.s whose 
t r a i n i n g i n c l u d e d components e x p l i c i t l y aimed a t t e a c h i n g 
c o m m u n i c a t i o n s k i l l s , and t h e y a l l mentioned t h e 
o v e r r i d i n g i m p o r t a n c e o f c l i n i c a l e x p e r i e n c e i n m o u l d i n g 
t h e i r approach. T h i s i s c o n s i s t e n t w i t h F r e i d s o n ' s 
(1970a) a n a l y s i s o f t h e " c l i n i c a l m e n t a l i t y " , whereby 
e x p e r i e n c e i s w e i g h t i e r t h a n t h e a b s t r a c t i o n s and 
g e n e r a l i s a t i o n s t a u g h t o r r e a d about. The recommendation 
t h a t t h i s i m p l i e s i s t h a t d u r i n g t r a i n i n g more c a r e f u l 
c o n t r o l and m o n i t o r i n g o f s t u d e n t s ' f i r s t i n t e r a c t i o n s 
w i t h p a t i e n t s , e s p e c i a l l y d y i n g p a t i e n t s , c o u l d be used t o 
s e t b e h a v i o u r a l moulds i n d e s i r e d ways. 
A s p e c i f i c f e a t u r e o f c o m m u n i c a t i o n w i t h t h e d y i n g about 
w h i c h m e d i c a l p r a c t i t i o n e r s need t o be made aware i s t h a t 
" t e l l i n g " i s n o t s i m p l y s a y i n g . "You have X and....". 
What needs t o be r e c o g n i s e d i s t h a t i n f o r m a t i o n i s 
i n h e r e n t i n t r e a t m e n t r e gimens. Not o n l y do p a t i e n t s 
r e c o g n i s e t r e a t m e n t s and symptoms, b u t t h e y a r e a l s o 
c a p a b l e o f " r e a d i n g between t h e l i n e s " o f what d o c t o r s say 
( o r do n o t say) t o them. Such meta-communication i s an 
i n e v i t a b l e consequence o f t h e s o r t o f i n t e r a c t i o n s 
n e c e s s i t a t e d by t h e m e d i c a l t a s k and cannot be d i v o r c e d 
f r o m t h a t t a s k . F u r t h e r m o r e , such meta-communication i s 
l a r g e l y i n a c c e s s i b l e t o c o n s c i o u s m a n i p u l a t i o n by a 
d o c t o r , as such m a n i p u l a t i o n i s i t s e l f s i g n a l e d by/on t h i s 
c h a n n e l . But, by t h e i r v e r y n a t u r e , meta-communications 
do n o t have t o be acknowledged by t h e p a t i e n t . Thus 
awareness t h a t t h i s c h a n n e l o f communication e x i s t s , 
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opens up f o r t h e g.p. an i m p o r t a n t p o s s i b l e mode o f 
co m m u n i c a t i o n , t o be used as p a r t o f an o v e r a l l s t r a t e g y . 
A n o t h e r a s p e c t o f t h i s i s t h a t most p a t i e n t s come t o be 
aware t h a t t h e y are d y i n g . Such a p o i n t i s i m p o r t a n t , 
s i n c e once a s t u d e n t knows t h i s , i t v i t i a t e s a g a i n s t h i s 
o r h e r ( s e l f ) c o n s c i o u s l y s u p p r e s s i n g i n f o r m a t i o n i n t h e 
b e l i e f t h a t p a t i e n t s can be p r e v e n t e d f r o m ever a c q u i r i n g 
i t . 
As i s p o i n t e d o u t above, t e a c h i n g communication s k i l l s i s 
n o t enough. The g e n e r a l problems f a c i n g g.p.s i n 
co m m u n i c a t i n g w i t h p a t i e n t s a r e e x a c e r b a t e d d u r i n g 
t e r m i n a l c a r e by t h e c o n t r a d i c t i o n w h i c h e x i s t s between 
r e c o g n i t i o n t h a t t h e p a t i e n t i s t e r m i n a l and t h e i d e a l 
t y p e o f t h e c u r i n g p h y s i c i a n , i n t o w h i c h s t u d e n t s a r e 
s o c i a l i s e d a t m e d i c a l s c h o o l . Thus a l t h o u g h t r a i n i n g i n 
com m u n i c a t i o n s k i l l s may improve some a s p e c t s o f g.p.s' 
c o m m u n i c a t i v e p e r f o r m a n c e , such t r a i n i n g w i l l n o t i n 
i t s e l f r e s o l v e t h e c o r e dilemma. The r e s o l u t i o n o f t h e 
c o r e dilemma r e s t s on t h e exposu r e o f m e d i c a l s t u d e n t s t o 
a l t e r n a t i v e s t o t h e i d e a l t y p e o f c u r a t i v e m e d i c i n e . 
C l e a r l y t h e i n t r o d u c t i o n o f co m m u n i c a t i o n s k i l l s t r a i n i n g 
i n m e d i c a l s c h o o l s i s i t s e l f i n t e r t w i n e d w i t h a 
r e c o g n i t i o n t h a t t h e m e d i c a l t a s k i s more t h a n m a s t e r y 
o v e r p a t h o l o g i c a l p r o c e s s e s . Hence a c o r r e l a t e o f 
co m m u n i c a t i o n s k i l l s t r a i n i n g i s exposu r e t o a l t e r n a t i v e s 
t o t h e h i s t o r i c a l l y dominant model o f m e d i c i n e , and i t s 
p h y s i c i a n i d e a l t y p e . 
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But a l t h o u g h s o c i a l s k i l l s t r a i n i n g may have as a 
c o n c o m i t a n t e x p o s u r e t o r o l e s o t h e r t h a n t h e c l a s s i c a l 
c u r a t i v e one, f o r i n d i v i d u a l g.p.s (and m e d i c a l s t u d e n t s ) 
t h e p r o b l e m i s n o t c o n s c i o u s l y one o f l e a r n i n g new s k i l l s 
and c h a n g i n g r o l e s t o i n c o r p e r a t e t h a t o f c o u n s e l l o r , so 
much as c o p i n g w i t h t h e i r own e m o t i o n a l responses and 
a t t i t u d e s . S o c i a l s k i l l s t r a i n i n g may g i v e d o c t o r s t h e 
" t o o l s " f o r t h e j o b o f i n f o r m i n g a perso n t h a t he o r she 
i s d y i n g , b u t i t does n o t h i n g t o make t h e j o b more 
p a l a t a b l e . T r a i n i n g must t h u s a l s o be aimed a t c h a n g i n g 
deep r o o t e d c u l t u r a l a t i t u d e s t o w a r d s d e a t h , and t h e f e a r s 
t h e y engender. Only by making t h e p r o s p e c t o f t e l l i n g a 
p a t i e n t t h a t she o r he i s d y i n g l e s s t h r e a t e n i n g a r e g.p.s 
l i k e l y t o b o t h i n i t i a t e r e v e l a t o r y s t r a t e g i e s and m a i n t a i n 
them. There a r e ample models i n t h e p e r s u a s i o n and 
d i s s o n a n c e l i t e r a t u r e o f a t t i t u d e change t o g u i d e t r a i n i n g 
programs h e r e . Methods o f c o p i n g w i t h e m o t i o n a l r e s p o n s e s 
t o d e a t h r e q u i r e c o n s i d e r a t i o n d u r i n g t r a i n i n g , b o t h i n 
terms o f showing emotions and i n terms o f t e m p e r i n g them. 
Longer t e r m s u p p o r t may a l s o be r e q u i r e d , s i n c e r e g u l a r l y 
c o n v e y i n g bad news may i t s e l f have i t s t o l l on t h e g.p.. 
One approach t h a t i s g a i n i n g c u r r e n c y i n o t h e r p r o f e s s i o n s 
i s t h e s e t t i n g up o f s u p p o r t groups f o r t h e c a r e r s 
t h e m s e l v e s . Such an approach w o u l d n o t be d i s t a n t f r o m 
t h a t a d v o c a t e d by B a l i n t ( 1 9 5 7 ) . C l e a r l y any changes i n 
t r a i n i n g w i l l need t o be e v a l u a t e d , b o t h i n t h e s h o r t t e r m 
and t h e l o n g e r t e r m p r a c t i c e o f f u t u r e g e n e r a t i o n s o f 
medics. 
There a r e i n d i c a t i o n s i n o u r r e s e a r c h t h a t , by d e f a u l t , 
changes a r e o c c u r r i n g . Our second s t u d y i n c l u d e d 5 g.p.s 
who a c t e d as t r a i n e r s on g.p. v o c a t i o n a l t r a i n i n g schemes. 
These 5 g.p.s a l l h e l d t h e M.R.C.G.P. q u a l i f i c a t i o n , and 
espoused r e v e l a t i o n s t r a t e g i e s o f communication. S i n c e 
t h e s e g.p.s (and n o t t h o s e who m a i n t a i n s i l e n c e and t h e 
P a r s o n i a n i d e a l t y p e ) a r e i n v o l v e d i n t h e t r a i n i n g o f 
f u t u r e g e n e r a t i o n s o f g.p.s, i t seems l i k e l y t h a t such 
s t r a t e g i e s o f c o m munication w i l l be passed on t o t h e i r 
p u p i l s , a l o n g w i t h t h e c a r i n g r o l e t h a t i s i t s 
c o n c o m i t a n t . T h i s , however, i s an i s s u e which w i l l 
r e q u i r e r e s e a r c h i n t h e f u t u r e . I t i s t o d i r e c t i o n s f o r 
f u t u r e r e s e a r c h i n d i c a t e d by t h i s t h e s i s which we now 
t u r n . 
D i r e c t i o n s f o r F u t u r e Research 
I n C h a p ter 7 we f o r w a r d e d a t y p o l o g y o f t h e ways i n w h i c h 
g.p.s and p a t i e n t s a t t e m p t t o e x e r t c o n t r o l o v e r 
i n f o r m a t i o n exchange d u r i n g t e r m i n a l i l l n e s s . T h i s 
t y p o l o g y i s f u r t h e r d e v e l o p e d i n C h a p t e r 10, and p r e s e n t e d 
as a taxonomy o f g.p.s* s t r a t e g i e s and t a c t i c s o f 
c o m m u n i c a t i o n . The r e s u l t s r e p o r t e d i n t h i s t h e s i s a r e 
based on i n t e r v i e w d a t a f r o m r e l a t i v e l y s m a l l samples o f 
g.p.s and p a t i e n t s and t h u s f u r t h e r r e s e a r c h i s needed t o 
c o r r o b o r a t e o u r f i n d i n g s . S p e c i f i c a l l y t h e samples s h o u l d 
be e x t e n d e d , i n t h e ways d e s c r i b e d i n t h e p r e v i o u s s e c t i o n 
and as w e l l as i n t e r v i e w d a t a , b e h a v i o u r a l d a t a s h o u l d be 
c o l l e c t e d . A s t u d y o f a l o n g i t u d i n a l n a t u r e , p r e f e r a b l y 
encompassing c o m p l e t e h i s t o r i e s o f cases f r o m f i r s t 
p r e s e n t a t i o n , would p e r m i t c o n s i d e r a t i o n o f how t a c t i c s 
and s t r a t e g i e s work o u t i n p r a c t i c e , v a l i d a t i n g and 
d e v e l o p i n g our t y p o l o g y o f t a c t i c s used d u r i n g 
i n t e r a c t i o n s . 
A n o t h e r i s s u e i n need o f i n v e s t i g a t i o n i s t h e degree t o 
w h i c h p a t i e n t wants and needs a r e met by g.p.s. One 
aspect o f t h i s w ould r e q u i r e t h a t i n d i v i d u a l p a t i e n t s * 
p r e f e r e n c e s f o r i n f o r m a t i o n were i d e n t i f i e d e a r l y d u r i n g 
t h e i l l n e s s . Thus, by m o n i t o r i n g i n t e r a c t i o n s and 
c o n d u c t i n g i n t e r v i e w s , i t would be p o s s i b l e t o see w h e t h e r 
g.p.s respond t o p a t i e n t s ' p r e f e r e n c e s . T h i s p r o j e c t , 
however, i s f r o u g h t w i t h d i f f i c u l t i e s as t h e measurement 
o f communication p r e f e r e n c e i n i t s e l f i s by no means 
s t r a i g h t - f o r w a r d , and p a t i e n t needs a r e l i k e l y t o a l t e r 
o v e r t i m e . Any assessment w i l l a l s o have t o c o n s i d e r t h e 
degree t o w h i c h g.p.s respond t o p a t i e n t demands. Hence 
t h e s t u d y must c o n t a i n some i n d e p e n d e n t e v a l u a t i o n o f 
p a t i e n t demands, and w h e t h e r g.p.s t a k e i n t o a c c o u n t b o t h 
d i f f e r e n t needs o f d i f f e r e n t p a t i e n t s and changes i n t h e 
needs o f a p a t i e n t o v e r t i m e . I t w i l l be n e c e s s a r y t o 
assess w h e t h e r g.p.s a r e f l e x i b l e i n t h e s t r a t e g i e s and 
t a c t i c s t h e y implement, o r whether t h e y e x h i b i t t h e same 
b e h a v i o u r s r e g a r d l e s s o f needs as s u g g e s t e d by Byrne and 
Long ( 1 9 7 6 ) . A n a l y s i s o f b e h a v i o u r a l and a c c o u n t d a t a 
h e r e w i l l a l s o r e v e a l w h e ther t h e g.p.s are c o n s i s t e n t and 
c o h e r e n t i n t h e i r use o f s t r a t e g i e s and t a c t i c s . We a l s o 
need t o assess t h e e f f e c t s t h a t d i f f e r e n t s t r a t e g i e s o f 
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communication have on p a t i e n t s , r e l a t i n g t h e s e b o t h t o 
p a t i e n t wants and outcome v a r i a b l e s . A number o f outcome 
v a r i a b l e s seem germane, a n x i e t y and s a t i s f a c t i o n b e i n g 
amongst t h e p s y c h o l o g i c a l ones r e q u i r i n g u r g e n t a t t e n t i o n . 
I t may a l s o prove p o s s i b l e t o e x t e n d t h e s e f i n d i n g s i n t o 
t h e p sychosomatic r e a l m and c o n s i d e r i l l n e s s outcome 
v a r i a b l e s ( c f . Greer, 1979). 
I n Chapter 2 we r e v i e w e d a number o f s t u d i e s , m o s t l y based 
on q u e s t i o n n a i r e t e c h n i q u e s , w h i c h sought t o d i s c o v e r t h e 
p r o p o r t i o n o f d o c t o r s who i n f o r m e d p a t i e n t s t h a t t h e y had 
c a n c e r and/or were d y i n g . One i m p l i c a t i o n o f t h e r e s e a r c h 
r e p o r t e d i n t h i s t h e s i s i s t h a t r e s u l t s based p u r e l y on 
f o r c e d c h o i c e q u e s t i o n n a i r e s do n o t v a l i d l y r e f l e c t t h e 
a c t i o n s o f d o c t o r s , when f a c i n g t h e d i f f i c u l t p roblems 
i n v o l v e d i n communicating w i t h t e r m i n a l p a t i e n t s . F u t u r e 
r e s e a r c h must t a k e i n t o a c c o u n t t h e s u b t l e t i e s o f 
communication r a t h e r t h a n p o s i n g q u e s t i o n s i n a l l o r 
n o t h i n g t e r m s . 
W h i l s t s t u d i e s o f b e h a v i o u r d u r i n g c o n s u l t a t i o n s a r e 
o b v i o u s l y o f i m p o r t a n c e , a c t u a l b e h a v i o u r has n o t been t h e 
o b j e c t o f e n q u i r y o f t h i s t h e s i s . R a t h e r we have 
c o n s i d e r e d t h e e x p e c t a t i o n s about and r a t i o n a l i s a t i o n s o f 
such b e h a v i o u r . One p o i n t d e s e r v e s p a r t i c u l a r emphasis. 
Our a n a l y s i s o f g.p.s' s t r a t e g i e s and t a c t i c s o f 
communication p o i n t s t o t h e way i n w h i c h g.p.s p l a n 
a c t i o n s o v e r a s e r i e s o f c o n s u l t a t i o n s . The p a r a d i g m , 
w h i c h has dominated r e s e a r c h i n t o d o c t o r p a t i e n t 
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c o m m u n i c a t i o n , has i n v o l v e d b e h a v i o u r a l o b s e r v a t i o n s based 
on s i n g l e c o n s u l t a t i o n s ( W a i t z k i n and S t o e c k l e , 1972; 
1976; W a i t z k i n , 1985). W h i l s t such a " s n a p s h o t " approach 
may be a p p l i c a b l e t o some i l l n e s s t r e a t e d i n g e n e r a l 
p r a c t i c e , i t i s n o t s u i t a b l e f o r i l l n e s s e s l i k e t h o s e we 
have c o n s i d e r e d , w h i c h r e s u l t i n m u l t i p l e c o n s u l t a t i o n s . 
I n o r d e r t o u n d e r s t a n d what i s o c c u r l n g i n such 
c o n s u l t a t i o n s one must c o n s i d e r t h e i n d i v i d u a l 
c o n s u l t a t i o n i n t h e c o n t e x t o f t h e s e r i e s as w e l l as t h e 
d o c t o r ' s and t h e p a t i e n t ' s i n t e n t i o n s . 
I n C h a p ter 8 (see a l s o Appendix 3) we o u t l i n e d a s e r i e s o f 
p r o b l e m s , w h i c h our l a t e r s t u d i e s were t o address. One 
was t o c a r r y o u t a l o n g i t u d i n a l s t u d y on i n d i v i d u a l 
p a t i e n t s , b u t t h i s was n o t s u c c e s s f u l . However, by 
m o d i f y i n g t h e s a m p l i n g p r o c e d u r e s and e n t r y c r i t e r i a f o r 
p a t i e n t s as d e s c r i b e d p r e v i o u s l y , t h e r e i s no r e a s o n why 
t h e o r i g i n a l aims o f o u r s t u d i e s c o u l d n o t be 
a c c o m p l i s h e d . S p e c i f i c a l l y , we w o u l d recommend t h a t 
p a t i e n t s s h o u l d be i d e n t i f i e d f r o m f i r s t d i a g n o s i s o f 
c a n c e r . T h i s may be done p r i m a r i l y v i a r e f e r r a l s t o 
h o s p i t a l , b u t must be supplemented i n o r d e r t o p i c k up 
1 
t h o s e p a t i e n t s who a r e never r e f e r r e d t o a c o n s u l t a n t . 
Such a s t u d y would t h u s a t t e m p t t o m o n i t o r a c o h o r t o f 
p a t i e n t s as t h e y p r o g r e s s f r o m f i r s t p r e s e n t a t i o n t o t h e 
g.p. u n t i l e v e n t u a l d e a t h o r c u r e (5 y e a r s w i t h o u t 
r e c u r r e n c e ) . A s t u d y o f t h i s s o r t i s i n f a c t now 
underway (MacDonald, 1986). 
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I n c o n c l u s i o n t h e n , M c i n t o s h ' s (197*0 r e v i e w paper o f 
co m m u n i c a t i o n a s s o c i a t e d w i t h t h e t r e a t m e n t o f c a n c e r i n 
h o s p i t a l o u t l i n e s 26 q u e s t i o n s r e q u i r i n g u r g e n t 
e x a m i n a t i o n . I t seems t o t h e p r e s e n t a u t h o r t h a t t h e s e 
q u e s t i o n s r e m a i n o u t s t a n d i n g , and t h a t t h e y need t o be 
ext e n d e d t o t h e l e s s s t r u c t u r e d s i t u a t i o n o f p a t i e n t s 
r e c e i v i n g t e r m i n a l c a r e a t home. Such an e x t e n s i o n must 
a l s o t a k e i n t o a ccount t h e i n c r e a s e d i m p o r t a n c e o f t h e 
i n f o r m a l c h a n n e l s o f communication open t o t h e p a t i e n t a t 
home. I n a d d i t i o n o u r d i f f e r e n t i a t i o n between t a c t i c s and 
s t r a t e g i e s , and t h e way the s e a r e a s s o c i a t e d w i t h t h e r o l e 
p l a y e d by a g.p. opens up f u r t h e r avenues o f r e s e a r c h . 
I n i t i a l l y , a t l e a s t , i t remains t o be a s c e r t a i n e d how 
w i d e s p r e a d a r e t h e t a c t i c s , s t r a t e g i e s and r o l e s we have 
i d e n t i f i e d . We a l s o need t o know w h e t h e r t h e r e a r e o t h e r 
v a r i a n t s o f t h e r o l e s , s t r a t e g i e s and t a c t i c s i n use. 
Perhaps most p r e s s i n g i s a need t o i d e n t i f y how g.p.s' 
r o l e s , s t r a t e g i e s and t a c t i c s r e l a t e t o such v a r i a b l e s as 
p a t i e n t s a t i s f a c t i o n and a n x i e t y , so as t o p e r m i t 
d e l i v e r y o f h i g h s t a n d a r d home c a r e t o t e r m i n a l p a t i e n t s 
o f t h e f u t u r e . 
F i n a l l y i n t h i s s e c t i o n we n o t e an i m p l i c a t i o n o f o u r 
f i n d i n g s w h i c h r e q u i r e s r e s e a r c h . We have i d e n t i f i e d 
t a c t i c s and s t r a t e g i e s implemented by g.p.s i n 
co m m u n i c a t i o n w i t h t e r m i n a l p a t i e n t s . A p e r t i n e n t 
q u e s t i o n w o u l d appear t o be t o i d e n t i f y how t h e s e 
s t r a t e g i e s and t a c t i c s were l e a r n e d . Given t h a t t h e 
s t r a t e g y o f a c t i v e l y c o n c e a l i n g i n f o r m a t i o n f r o m p a t i e n t s 
may be m a l a d a p t i v e and a t odds w i t h t h e e t h o s o f 
c o n t e m p o r a r y m e d i c a l p r a c t i c e , we s p e c i f i c a l l y need t o 
i d e n t i f y a s p e c t s o f t r a i n i n g w h i c h i n c u l c a t e such an 
approach i n t o t h e medics o f t h e f u t u r e , i n o r d e r t o make 
changes t o t r a i n i n g . Such a p r o j e c t r e q u i r e s e v a l u a t i o n 
o f b o t h u n d e r g r a d u a t e and v o c a t i o n a l a s p e c t s o f m e d i c a l 
t r a i n i n g . We would suggest t h a t o f p a r t i c u l a r 
i m p o r t a n c e i s t h e way t h a t s t u d e n t s ' f i r s t i n t e r a c t i o n s 
w i t h t h e d y i n g a r e managed. Such s t u d i e s , i n c o n j u n c t i o n 
w i t h s t u d i e s o f communication s k i l l s t r a i n i n g and t h e 
e f f e c t s o f exposure t o n o n - t r a d i t i o n a l m e d i c a l r o l e s w o u l d 
appear t o us t o be o f t h e h i g h e s t p r i o r i t y , i f t h e m e d i c a l 
p r a c t i t i o n e r s o f t h e f u t u r e a r e t o be e q u i p p e d t o p r o v i d e 
h i g h s t a n d a r d and humane c a r e f o r t h e d y i n g . 
C o n c l u d i n g Remarks 
One way o f t r y i n g t o i n t e r p r e t d a t a such as t h o s e r e p o r t e d 
i n t h i s t h e s i s i s i n terms o f a s i n g l e m e d i c a l r o l e , and 
t h e c o n f l i c t s i n d u c e d when t h e d o c t o r i s r e q u i r e d t o d e a l 
w i t h s i t u a t i o n s where t h e r o l e does n o t a d e q u a t e l y 
p r e s c r i b e a p p r o p r i a t e b e h a v i o u r . We saw s i g n s o f t h i s 
i n t e r p r e t a t i o n i n t h e q u o t a t i o n s f r o m d o c t o r s and 
r e s e a r c h e r s concerned w i t h d o c t o r s ' t r e a t m e n t o f t h e 
d y i n g , and i n Chapter 8 we proposed t h a t ". . . t h e d o c t o r 
i s t r y i n g t o d e a l w i t h a d i f f i c u l t human s i t u a t i o n w h i l e 
r e t a i n i n g h i s t r a d i t i o n a l r o l e as h e a l e r w i t h i n t h e 
d o c t o r - p a t i e n t r e l a t i o n s h i p . " But a n a l y s i s o f t h e d a t a 
c o l l e c t e d d u r i n g o u r second s t u d y s u g g e s t s a d i f f e r e n t 
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i n t e r p r e t a t i o n , o r a t l e a s t a d i f f e r e n t emphasis. I f r o l e 
b e h a v i o u r t e n d s towards an i d e a l t y p e w h i c h g o v e r n s 
r a t i o n a l i s a t i o n , t h e n t h e g.p.s' a t t i t u d e s can be seen t o 
r e v o l v e around two i d e a l t y p e s . One i s t h a t o f t h e 
t e c h n i c a l l y e q u i p p e d c u r a t i v e a g e n t , and complements t h e 
p a t i e n t ' s " s i c k r o l e " as o u t l i n e d by Parsons (1951a, 
1951b). The o t h e r i s a " c a r i n g r o l e " , w h i c h complements 
t h e p a t i e n t ' s " d y i n g r o l e " d e s c r i b e d by Noyes and Cl a n c y 
( 1 9 7 7 ) ; i t i n v o l v e s g u i d i n g t h e p a t i e n t i n t h e t r a n s i t i o n 
f r o m s i c k t o d y i n g r o l e , and t h e n g i v i n g p h y s i c a l ( t h r o u g h 
p a l l i a t i o n ) and p s y c h o l o g i c a l s u p p o r t . A p a r t f r o m b e i n g 
p a l l i a t i v e r a t h e r t h a n c u r a t i v e , i t d i f f e r s f r o m Parsons*s 
p h y s i c i a n r o l e by g i v i n g w e i g h t t o s o c i a l r a t h e r t h a n 
t e c h n i c a l s k i l l s , and by r e l a x i n g t h e mask o f a f f e c t i v e 
n e u t r a l i t y . The i n v o l v e m e n t o f r e l a t i v e s and t h e 
p r e f e r e n c e f o r k e e p i n g d y i n g p a t i e n t s a t home, s u g g e s t s 
t h a t t h e d o c t o r ' s a c t i v i t y i s t o w a r d t h e f a m i l y and t h e 
w i d e r s o c i a l c o n t e x t , i n s t e a d o f b e i n g f o c u s e d upon t h e 
i s o l a t e d i n d i v i d u a l , w h i c h i s t h e c o n c e r n o f t h e P a r s o n i a n 
p h y s i c i a n ' s r o l e . Far f r o m b e i n g "no l o n g e r p r i m a r y " 
(Noyes and Clancy (1977. p . l 8 ) , t h e d o c t o r i n t h e c a r i n g 
r o l e c o n t i n u e s t o be o f ma j o r i m p o r t a n c e t o t h e p a t i e n t , 
a l b e i t as p a r t o f a group w h i c h i n c l u d e s n u r s e s and 
members o f t h e f a m i l y , r a t h e r t h a n as t h e detache d e x p e r t 
o f t h e c o n s u l t i n g room. 
Roles and t h e i r i d e a l t y p e s p r e s u m a b l y e v o l v e and a t any 
one t i m e t h e y may be i n a s t a b l e o r t r a n s i t i o n a l s t a t e . 
One sou r c e o f i n s t a b i l i t y i s l i k e l y t o be c o n f l i c t between 
t h e i d e a l s expounded and i n c u l c a t e d i n t h e p r e s t i g i o u s 
t e a c h i n g and r e s e a r c h i n s i t u t i o n s , and t h o s e found 
n e c e s s a r y by t h e v a s t m a j o r i t y o f d o c t o r s who work i n t h e 
c o m p a r a t i v e o b s c u r i t y o f g e n e r a l p r a c t i c e . T h i s c o n f l i c t 
has been documented by F r i e d s o n ( 1 9 7 0 a ) ( c . f . C h a p t e r 3 ) . 
Through p u b l i c i t y and t e a c h i n g , t h e i d e a l s o f t h e c u r a t i v e 
r o l e , w h i c h a r e a p p r o p r i a t e t o t h e g o a l s of h o s p i t a l 
d o c t o r s , have tended to dominate t h e e x p e c t a t i o n s o f 
p a t i e n t s and t h e p r a c t i c e of g.p.s where t h e y a r e o n l y 
p a r t l y a p p r o p r i a t e . Thus many g.p.s e x p e r i e n c e r o l e 
a m b i g u i t y w h i c h t h e y o f t e n a t t e m p t t o r e s o l v e by r e c o u r s e 
to o t h e r r o l e s i n t h e i r r o l e - s e t . But i n r e c e n t y e a r s 
t h e r e have been moves t o make g e n e r a l p r a c t i c e a h i g h e r 
s t a t u s s p e c i a l i s m i n i t s own r i g h t . The t a s k o f t h e g.p. 
has been d e f i n e d a s t h a t o f p r o v i d i n g " p e r s o n a l , p r i m a r y 
and c o n t i n u i n g m e d i c a l c a r e , ( i n t e r v e n i n g ) e d u c a t i o n a l l y , 
p r e v e n t i v e l y and t h e r a p e u t i c a l l y . " (R.C.G.P., 1972, p . l ) , 
w h i c h d i f f e r s s i g n i f i c a n t l y from t h e more f o c u s s e d 
c u r a t i v e r o l e o f h o s p i t a l p r a c t i c e . We s u r m i s e t h e r e f o r e 
t h a t t h e i d e a l t y p e complementary t o t h e d y i n g r o l e i s i n 
a t r a n s i t i o n a l s t a t e , and t h a t g.p.s sometimes e x p e r i e n c e 
a m b i g u i t y i n m e d i a t i n g t h e demands o f t h e p h y s i c i a n i d e a l 
by w h i c h t h e y a r e g u i d e d . The r o l e a m b i g u i t y w h i c h 
r e s u l t s i s e s p e c i a l l y marked i n t r e a t i n g d y i n g p a t i e n t s , 
and t h i s would e x p l a i n why t h e d o c t o r s i n o u r s t u d y v a r y 
so much i n t h e i r a t t i t u d e s t o w a r d s s u c h p a t i e n t s . Some 
f i n d them r e w a r d i n g t o t r e a t and a p p e a l t o an i d e a l t y p e 
i n t h e i r common e x p l a n a t i o n s o f i t s s a t i s f a c t i o n s , 
a l t h o u g h t h e y a l s o add p e r s o n a l r e a s o n s f o r t h e i r 
a t t i t u d e s . W h i l e a few d o c t o r s f i n d t r e a t i n g s u c h 
p a t i e n t s d i f f i c u l t and u n r e w a r d i n g , and g i v e r e a s o n s 
s u g g e s t i n g t h a t f o r them i t f a i l s t o match t h e s a t i s f y i n g 
and c l e a r c u t s k i l l s of t h e c u r a t i v e r o l e ; such d o c t o r s , 
p e r h a p s , a r e g u i d e d by t h e s i n g l e r o l e model, and have not 
y e t begun to i n t e r n a l i s e t h e r o l e model f o r d e a l i n g w i t h 
d y i n g p a t i e n t s . 
T h i s o t h e r c a r i n g r o l e , so c l o s e to t h a t of t h e c o u n s e l l o r 
o r p s y c h o t h e r a p i s t , cannot be f o r e i g n t o t h e e v e r y d a y 
e x p e r i e n c e of g.p.s., who have n e v e r p l a y e d a s i m p l e 
c u r a t i v e r o l e l i k e t h a t o f a s u r g e o n , d e n t i s t , o r 
c h i r o p o d i s t . With t h e a d v e n t o f t e r m i n a l i l l n e s s , a s 
opposed t o m e r e l y d y i n g , t h e b e s t g.p.s have not had t o 
add t h e s k i l l s of a p s y c h o t h e r a p i s t t o t h e i r r e p e r t o i r e , 
f o r t h e y have a l w a y s been n e c e s s a r y , however n e g l e c t e d 
d u r i n g m e d i c a l t r a i n i n g i n f a v o u r of t h e more t e a c h a b l e 
t e c h n i q u e s o f p h y s i c a l m e d i c i n e . T h i s was r e c o g n i s e d by 
P a r s o n s h i m s e l f when he w r o t e , "Modern p s y c h o t h e r a p y has 
been b u i l t upon t h e r o l e o f t h e p h y s i c i a n as t h i s was 
a l r e a d y e s t a b l i s h e d i n t h e s o c i a l s t r u c t u r e of Western 
S o c i e t y . " (1951b, p. 4 5 8 ) . P e r h a p s when c o u n s e l l i n g and 
management p r a c t i c e s a r e more f i r m l y e s t a b l i s h e d i n t h e 
t r a i n i n g o f d o c t o r s t h e r o l e o f c u r i n g t h e s i c k and c a r i n g 
f o r d y i n g w i l l be g i v e n e q u a l w e i g h t , d i s t i n c t but not 
c o n f l i c t i n g , i n t h e p r o f e s s i o n of g e n e r a l p r a c t i c e . 
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APPENDIX 1 
STUDY 1 RESEARCH MATERIALS 
Appendix 1 
G.P. I n t e r v i e w 1 Schedule 
S e c t i o n 1 
1) How o l d are you Dr ? 
2) And when d i d you q u a l i f y ? 
3) And where was t h a t ? 
4) How long have you been a t t h i s present p r a c t i c e ? 
S e c t i o n 2 
And now to turn to t h i s p r a c t i c e and get some background 
in f o r m a t i o n on i t . F i r s t l y : -
1) How many doctors are there i n t h i s p r a c t i c e ? 
Are they a l l f u l l time? 
2) How i s the p r a c t i c e organised, meaning are you a l l 
equal p a r t n e r s ? 
3) What i s the catchment a r e a of the p r a c t i c e ? 
4) How many p a t i e n t s over the age of 16 are i n c l u d e d i n 
the p r a c t i c e ? 
5) And how many of those a r e r e g i s t e r e d with y o u r s e l f ? 
6) What are the p h y s i c a l r e s o u r c e s of the p r a c t i c e i n 
terms of c o n s u l t a t i o n rooms, treatment rooms, o f f i c e 
space e t c ? 
7) What are the personnel r e s o u r c e s of the p r a c t i c e i n 
terms of a t t a c h t e d d i s t r i c t n u r s e s , p r a c t i c e nurses, 
r e c e p t i o n i s t s e t c ? 
8) How are c o n s u l t a t i o n s arranged, do you have an 
appointment system or do you run an open su r g e r y 
during c e r t a i n hours? What hours do you keep? 
S e c t i o n 3 
And now to tu r n to your p a t i e n t s . F i r s t l y : -
1) How many p a t i e n t s do you see each day on average i n 
s u r g e r y ? And on house c a l l s ? 
2) How long do you spend on average with each p a t i e n t i n 
su r g e r y ? And on house c a l l s ? (Does that i n c l u d e 
t r a v e l l i n g t i m e ? ) 
3) Do you f e e l t h i s g e n e r a l l y s u f f i c e s or not? 
4) How many p a t i e n t s do you have on your books at pr e s e n t 
who are s u f f e r i n g from an i n c u r a b l e d i s e a s e which you 
b e l i e v e w i l l be f a t a l ? 
y p i c a l number f o r your p r a c t i c e ; and i n 
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y o u r e x p e r i e n c e ? 
6) What a r e t h e m a j o r i l l n e s s e s w i t h t h i s p r o g n o s i s 
( d e a t h ) t h a t you meet? 
7) A p a r t from t h e i l l n e s s e s i n t h e above group, how many 
p a t i e n t s do you have s u f f e r i n g from c h r o n i c i l l n e s s e s ? 
8) How many o f t h e s e do you e x p e c t t o e v e r r e c o v e r 1 0 0 % ? 
9) What k i n d s o f i l l n e s s e s a r e we c o n s i d e r i n g i n t h e 
c h r o n i c group? 
S e c t i o n U 
And now t o t u r n s p e c i f i c a l l y t o t e r m i n a l i l l n e s s and t h e 
way i n w h i c h you ap p r o a c h t h i s group o f p a t i e n t s . F i r s t l y : -
1) What do you mean when you speak o f t e r m i n a l i l l n e s s ? 
2 ) Do you f i n d t h a t t h e s e p a t i e n t s have any s p e c i a l n eeds 
o r n o t ? 
3) What r e s o u r c e s a r e a v a i l a b l e i n t h i s g e o g r a p h i c a l a r e a 
f o r t h e t r e a t m e n t o f t h e t e r m i n a l l y i l l a t home? 
( A r e t h e r e back up s e r v i c e s on w h i c h you can c a l l ? ) 
a ) And i n t e r m s o f h o s p i t a l beds and t h e i r 
a v a i l a b i l i t y ? 
b) And i s t h e r e a h o s p i c e o r t e r m i n a l o r s p e c i a l c a r e 
u n i t ? 
4) When t r e a t i n g someone w i t h a t e r m i n a l i l l n e s s what i s 
y o u r aim? 
5) Do you f i n d t r e a t i n g t h i s c l a s s o f p a t i e n t , t h e 
t e r m i n a l l y i l l , any more o r l e s s d i f f i c u l t t h a n 
t r e a t i n g any o t h e r c l a s s o f p a t i e n t ? C o u l d you e x p l a i n 
t h a t more f u l l y , f o r what r e a s o n do you t h i n k t h a t i s ? 
6) How do you f e e l when you make a d i a g n o s i s o f s u c h an 
i l l n e s s o r when i t becomes a p p a r a n t t h a t t h i s i s t h e 
l i k e l y outcome? 
7) Do you t e l l p a t i e n t s when t h e y a r e s u f f e r i n g from an 
i n c u r a b l e f a t a l i l l n e s s , o r n o t ? 
8) How do you d e c i d e t o t e l l them o r n o t ? What s o r t o f 
c r i t e r i a do you u s e ? 
9) Do you e v e r t e l l o t h e r members o f t h e f a m i l y i n 
p r e f e r e n c e t o t h e p a t i e n t ? 
1 0 ) What c r i t e r i a do you u s e i n t h i s c a s e ? 
!!•) Do you e x p e c t t h e p e r s o n t h a t you have t o l d t o t e l l 
t h e p a t i e n t o r n o t ? 
le t o t e l l a p a t i e n t , how do you t e l l t h e 
; h e i r d i a g n o s i s and p r o b a b l e p r o g n o s i s ? 
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13) Do you f i n d t h i s d i f f i c u l t o r n o t ? Why do you t h i n k 
t h i s i s ? 
1U) How do you t h i n k t h e p a t i e n t t a k e s i t ? 
15) Have you e v e r r e g r e t t e d t e l l i n g a p a t i e n t ? What 
happened and why? 
16) What do you t h i n k a r e t h e m a j o r problems o f t h e 
t e r m i n a l l y i l l p a t i e n t ? 
17) Do you t h i n k t h e n a t u r e o f t h e i l l n e s s changes y o u r 
f e e l i n g s towards a p a t i e n t o r n o t ? How? 
18) How do you t y p i c a l l y t r e a t s u c h p a t i e n t s - where do 
you t h i n k i t i s b e s t to t r e a t them? 
19) What s o r t o f c r i t e r i a i n f l u e n c e t h i s d e c i s i o n ? 
20) G i v e n a d e q u a t e r e s o u r c e s where s h o u l d t h e y i d e a l l y be 
t r e a t e d ? Why? 
21) How do you f e e l when a p a t i e n t d i e s ? 
22) Do you make any s p e c i a l e f f o r t s towards t h e f a m i l y o r 
i s t h i s u n n e c e s s a r y ? Can you e x p l a i n ? 
23) Does y o u r t r e a t m e n t o f s u c h p a t i e n t s d i f f e r i n any way 
s u b j e c t i v e l y from t r e a t m e n t o f o t h e r p a t i e n t s ? 
2k) Would you l i k e t o expand on a n y t h i n g you have s a i d ? 
25) Have you any t h o u g h t s on t h e s u b j e c t o r e x p e r i e n c e to 
t e l l me about which we have not c o v e r e d ? 
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G.P. I n t e r v i e w 2 S c h e d u l e 
The f o l l o w i n g q u e s t i o n s were a s k e d f o r e a c h p a t i e n t 
i n t e r v i e w e d . 
1) How l o n g have you known t h i s p a t i e n t ? 
2) How good a r e l a t i o n s h i p do you have w i t h t h i s p a t i e n t ? 
3) Why d i d you t e l l o r not t e l l t h i s p a t i e n t about t h e 
n a t u r e of t h e i l l n e s s ? 
tl) How do you t h i n k t h i s p a t i e n t i s c o p i n g ? 
5) What do you t h i n k t h i s p a t i e n t s needs a r e ? 
6) Do you f e e l happy about t h e way t h i s p a t i e n t i s 
p r o g r e s s i n g ? 
7) How o f t e n do you s e e t h i s p a t i e n t ? 
8) Why d i d you s e l e c t t h i s p a t i e n t f o r t h e s t u d y ? 
9) Which group i s t h i s p a t i e n t i n ? 
P a t i e n t I n t e r v i e w S c h e d u l e 
A f t e r s e t t i n g up and c h e c k i n g t h e a u d i o r e c o r d i n g 
equipment t h e i n t e r v i e w was i n t r o d u c e d a s f o l l o w s : -
"As I have p r e v i o u s l y e x p l a i n e d , I would now l i k e t o a s k 
you a number of q u e s t i o n s about t h e way you t r e a t 
t e r m i n a l l y i l l p a t i e n t s . The a n s w e r s you g i v e a r e f o r 
r e s e a r c h p u r p o s e s o n l y , and w i l l r e m a i n c o m p l e t e l y 
c o n f i d e n t i a l . Any names you may u s e , o r a n y t h i n g you may 
s a y which may i d e n t i f y y o u r s e l f , y o u r p a t i e n t s and where 
you p r a c t i c e w i l l be removed from t h e t a p e b e f o r e 
t r a n s c r i p t i o n . Thus y o u r i d e n t i t y w i l l be known o n l y t o 
m y s e l f . F i r s t l y I would l i k e t o c o l l e c t some background 
i n f o r m a t i o n about y o u r s e l f and t h i s p r a c t i c e , i f t h a t i s 
a l r i g h t by y o u ? " 
The p a t i e n t was t h e n r e q u e s t e d t o s u p p l y t h e f o l l o w i n g 
i n f o r m a t i o n 
F u l l name 
Date o f b i r t h 
P l a c e o f b i r t h 
M a r i t a l s t a t u s 
Age and grade a t w h i c h f o r m a l e d u c a t i o n c o m p l e t e d 
P a t i e n t ' s ( o r s p o u s e ' s ) o c c u p a t i o n 
P a t i e n t ' s r e l i g i o u s a f f i l i a t i o n 
G e n e r a l p r a c t i t i o n e r w i t h whom r e g i s t e r e d 
How l o n g r e g i s t e r e d w i t h t h i s d o c t o r 
Sex was a s s e s s e d v i s u a l l y 
P r e a m b l e I am g o i n g t o a s k you some q u e s t i o n s about y o u r 
y o u r d o c t o r and t h e t r e a t m e n t you r e c e i v e 
b e f o r e a s k i n g you more s p e c i f i c q u e s t i o n s 
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about y o u r p r e s e n t i l l n e s s . P l e a s e answer t h e q u e s t i o n s i n 
y o u r own words and t a k e as l o n g a s you w i s h t o answer. 
S e c t i o n 1 
1) I s t h e r e a d o c t o r a t t h e p r a c t i c e whom you t h i n k o f a s 
y o u r own d o c t o r ? Who? 
2) How o f t e n do you s e e y o u r d o c t o r f o r t r e a t m e n t ? 
3 ) How o f t e n would you l i k e t o s e e y o u r d o c t o r ? 
4) Do you s e e him i n s u r g e r y o r does he v i s i t you? 
5) Do you t h i n k you r e l a t i o n s h i p w i t h Dr .... i s (pro m p t ) 
i m p e r s o n a l and b u s i n e s s l i k e 
p e r s o n a l and f r i e n d l y 
b u s i n e s s l i k e but f r i e n d l y 
o t h e r 
don 1 1 know 
6) How w e l l do you t h i n k Dr knows you? 
7) Do you f i n d Dr e a s y o r ha r d t o ap p r o a c h ? 
8 ) Do you f i n d Dr..... e a s y o r h a r d t o t a l k t o ? 
9) Why do you t h i n k t h i s i s ? 
10) Do you t h i n k t h e d o c t o r i s i n t e r e s t e d i n you a s a 
p e r s o n o r r e s t r i c t s h i s / h e r i n t e r e s t t o y o u r m e d i c a l 
c o n d i t i o n ? 
11) Do you f e e l t h i s i s how i t s h o u l d be o r n o t ? 
12) Do you f e e l c o n f i d e n t i n y o u r d o c t o r o r n o t ? 
13) Do you f e e l t h e f a c i l i t i e s made a v a i l a b l e t o you a r e 
s u f f i c i e n t o r n o t ? 
14) How would you l i k e t o s e e t h e s e improved? 
S e c t i o n 2 
P e r h a p s you w i l l t e l l me about y o u r i l l n e s s s t a r t i n g from 
when you f i r s t n o t i c e d t h e r e was so m e t h i n g wrong and g o i n g 
t h r o u g h from t h e n a s a c c u r a t e l y a s p o s s i b l e . Who you saw? 
What t h e y s a i d ? How you f e l t ? What was wrong w i t h you e t c ? 
15) When d i d you f i r s t n o t i c e t h e r e was something wrong? 
16) How l o n g have you been s e e i n g Dr about y o u r 
c o m p l a i n t ? ( i f time d e l a y ) So you w a i t e d some 
t i m e b e f o r e s e e i n g t h e d o c t o r ? Why was t h a t ? 
17) Has a d o c t o r d e s c r i b e d t h e i l l n e s s t o you? Who? 
18) Can you t e l l me what h e / s h e s a i d ? 
19) Can you t e l l me how he / s h e s a i d i t ? 
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20) Did you u n d e r s t a n d h i m / h e r ? 
21) Has a d o c t o r d e s c r i b e d t h e t r e a t m e n t to you? 
22) Can you t e l l me about t h i s ? 
23) Do you f e e l happy about t h e way he/she t o l d you t h e s e 
t h i n g s o r n o t ? 
2U) Do you f e e l happy w i t h t h e t r e a t m e n t you have 
r e c e i v e d o r n o t ? 
25) Does y o u r c o n d i t i o n g i v e you much p a i n o r n o t ? 
26) Are t h e r e any a s p e c t s o f y o u r c o n d i t i o n t h a t you would 
l i k e y o u r d o c t o r t o pay a t t e n t i o n to o r n o t ? 
27) How r e s t r i c t e d a r e you by y o u r c o n d i t i o n ? 
28) How do you cope w i t h day to day l i v i n g , meaning 
c o o k i n g c l e a n i n g e t c ? Who h e l p s you? 
29) Do you g e t o u t a t a l l ? (much) 
30) How do you f e e l about you i l l n e s s i n g e n e r a l ? 
31) Would you l i k e t o add a n y t h i n g about a n y t h i n g we have 
d i s c u s s e d ? 
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CONTENT ANALYSIS SCHEDULES 
C/Am 
CONTENT ANALYSIS INSTRUCTIONS 
When performing content analysis of doctor interviews you are 
seeking utterances by the doctor of 6 types. 
These utterances are about 
1] Communications of Diagnostic Information 
2] Communications of Prognostic Information 
3] Types o f P a t i e n t who are t o l d o r not t o l d 
43 The doctor»s aims i n t e l l i n g o r not t e l l i n g 
53 The doctors reasons f o r t e l l i n g or not t e l l i n g 
6 3 Patients knowledge about t h e i r i l l n e s s as perceived 
by the doctor. 
Any utterance of t h i s type w i l l then be categorised according t o 
the c a t e g o r i s a t i o n scheme explained below. 
Categorisation o f utterances must be on the basis o f the manifest 
content o f the t r a n s c r i p t only! t h a t i s reading of meanings i n t o 
what i s sa i d which go beyond the information i n the t r a n s c r i p t 
should be avoided* 
The c a t e g o r i s a t i o n of utterances should be based on the paragraph 
as a u n i t . That i s w i t h i n one paragraph an utterance of an idea 
i s coded only once, but i f the same idea i s expressed again i n 
the next paragraph i t i s r e c e d e d . Although o f t e n there may be 
only one utterance i n a paragraph a t other times there may be more 
than one. This occurs when there i s a clear change i n the sub j e c t 
matter being described. Such boundaries should be marked i n the 
t e x t by the coder. An example of a change i n subject i s ; a doctor 
describes how he does something and then moves on i n way of 
i l l u s t r a t i o n t o give a< case h i s t o r y . The case h i s t o r y should be 
tr e a t e d as a separate utterance. Another example may be where he 
describes one s o r t o f p a t i e n t and h i s treatment o f them and then 
turns t o another group and h i s treatment o f t h a t group. Words 
C/Am 2 
such as 'whereas*| ' b u t 1 , 'on the other hand 1 may be usef u l 
i n d i c a t o r s of boundaries under these circumstances. 
Paragraphs are bounded by utterances of the interview of a 
s u b s t a n t i a l nature. In p a r t i c u l a r the non-directive r e i n f o r c i n g 
utterances of the int e r v i e w e r [ i e . u, hhuh, r i g h t ] do not act as 
paragraph boundaries. 
Categorisation Scheme 
C1 S 2] Communications about diagnosis and prognosis are sub-
c l a s s i f i e d i n an i d e n t i c a l way and w i l l thus be described here 
together. In f a c t t h e coderShes choices when faoed with what he 
believes to be an utterance codeable i n t h i s section 
1^ 3 t o classify i t e i t h e r as a communication about diagnosis 
or prognosis i f i t i s cle a r which of these i t i s , 
g ] t o c l a s s i f y i t i n the 'communication of diagnosis/ 
prognosis unclear• category, i f i t i s unclear which i s 
being described. 
I f the utterance i s one describing both diagnosis and prognosis 
i t should be coded i n both of these r a t h e r than s i n g u l a r l y under 
the 'unclear' category. 
The f i r s t l e v e l of the analysis considers whether information i s 
given t o or withheld from the p a t i e n t . [ P a t i e n t w i l l be used 
throughout but the coder should note t h a t the top l i n e of these 
categories coding sheet i s f o r i n d i c a t i n g who the r e c i p i e n t s o f 
information i s , i e . p a t i e n t or f a m i l y . ] 
The given/withheld t o l d / n o t t o l d sub-categories are mutually 
exclusive throughout t h e content analysis scheme. [N.B. an utterance 
which appears t o r e q u i r e coding i n both of these sub-category 
p o s i t i o n s i s i n d i c a t i v e o f i t s being more than one utterance.] 
The next l e v e l i s t h a t which g e n e r a l l y describes the nature of 
the communication. That i s , i s i t e x p l i c i t or not, i m p l i c i t , i n 
the case of given information^or refused i n the sense of a d e l i b e r a t e 
C/Am 3 
attempt: t o withhold information or fudged i n a less overt attempt. 
The next l e v e l r e f e r s t o aspects o f the information given to or 
withheld from p a t i e n t s . 
1} s i t e [ s 3 : information r e f e r r i n g to the s i t e [ s ] a f f e c t e d by 
the i l l n e s s . 
23 s e v e r i t y : information r e f e r r i n g t o the s e v e r i t y of the 
i l l n e s s f o r the p a t i e n t . 
3 j time span: information r e f e r r i n g t o how long the i l l n e s s w i l l 
continue or how long i t w i l l lake or could be expected 
to take, i n i t s progression etc. 
4] symptom: information r e f e r r i n g to tine symptoms of the 
i l l n e s s and /or the meaning of those symptoms. 
5] treatment: information r e f e r r i n g to Une nature of the 
treatment being received, t o be received or p o t e n t i a l l y 
a v a i l a b l e and i t s meaning. 
6 3 curable: information r e f e r r i n g to the f e e t tine i l l n e s s i s 
curable. 
73 i n c u r a b l e : information r e f e r r i n g t o the f a c t the i l l n e s s i s 
incurable. 
8 3 cause: information r e f e r r i n g to the cause of the i l l n e s s or 
making causal a t t r i b u t i o n s . 
93 f a t a l : information r e f e r r i n g t o f a t a l i t i e s from the i l l n e s s 
or t h a t t h e i l l n e s s w i l l r e s u l t i n the p a t i e n t s death. 
The next l e v e l of the analysis r e f e r s t o the means by which 
information i s communicated or withheld. 
MEANS 
13 Hints: information i s conveyed CN.B. i n a l l cases I t i s 
possible t h a t information i s not a c t u a l l y conveyed 
by the strategy but withheld. 3 t o p a t i e n t s about 
aspeots o f t h e i r i l l n e s s by use o f h i n t s . 
C/Am —4— 
2] I m p l i c a t i o n 1 information i s conveyed by g i v i n g pieces of 
information about the i l l n e s s from which the p a t i e n t 
i a awpqa^id tec be able to l o g i c a l l y deduce f u r t h e r 
i n f o r m a t i o n . , 
3 3 French Humour: information i s conveyed i n a j o v i a l or 
humourous way. A b i t o f a joke I s made about the news 
being conveyed, 
eg • / r 
4 3 fatalisms information i s conveyed i n a way expressing 
f a t a l i s m perhaps i n c l u d i n g aphorisms about the 
i n e v i t a b i l i t y of the events. 
eg. £ M " ^ t t f «^-* c u e ^c5-s-5_ 
53 Euphemism: information i s conveyed using euphemisms f o r the 
diagnosis or prognosis. 
eg. suspicious c e l l s , St. Peter mey c a l l . 
6 3 Technical; information i s conveyed using technical language 
or jargon. Information may not be conveyed because the 
l e v e l of t e c h n i c a l i t y mey be beyond the s o p h i s t i c a t i o n 
o f the p a t i e n t . 
eg. malignant neophlasia 
73 Denial: information i s conveyed but then i m p l i c a t i o n s o f 
the information or aspects o f the information are 
denied. Pat i e n t knowledge expressed tirough questions 
or statements isddenied by doctor. 
eg. Pt "Have I got cancer doctor?" Dr "Oh no i t s n o t . " 
83 Reassurance; information i s conveyed but reassurance i s 
o f f e r e d about the meaning of t h a t information or used 
w i t h d e n i a l a f t e r denying an aspect of p a t i e n t knowledge 
e t c . | the doctor o f f e r s reassurance, 
eg. We*11 get I t a l l cleared up. 
C/Am •5 
93 Evasion; info r m a t i o n i s not conveyed by the doctors use of 
the way he manages the consultation t o avoid a l l o w i n g 
a p a t i e n t asking c r i t i c a l questions or evading a 
question when asked or avoiding contact w i t h p a t i e n t 
t o make questionning impossible. 
103 Steering Questions; information i s conveyed by steering the 
p a t i e n t t o ask p e r t i n e n t questions. This i s i n a 
sense the opposite t o evasion i n t h a t the doctor i s 
managing the consultation to enable questions to be 
asked so t h a t he may convey information, 
eg. "So what do you t h i n k you've got?" 
113 Response t o questions information i s conveyed but merely i n 
response t o p a t i e n t questions which ere not necessarily 
provoked by doctor. 
,1.23 Uncertainty: uncertainty i s used to e i t h e r withhold i n f o r m a t i o n 
from the p a t i e n t or t o c o n t r o l the flow of in f o r m a t i o n 
t o the p a t i e n t or to c o n t r o l the understanding o f the 
i m p l i c a t i o n s o f information. Uncertainty may be r e a l 
or professed by the doctor t o the p a t i e n t , 
eg. " I don't know the answer t o t h a t question as I 
have n o t y e t received the reports on the t e s t s o a r r i e d 
o u t . " or 
"Cancer i s an unpredictable disease and we can not say 
i f i t w i l l stay dormant or not." 
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[ 3 ] Types of Patient: 
The f i r s t l e v e l i s again t o decide whether the p a t i e n t i s t o l d 
o r n o t t o l d , [ t h i s includes other means of conveying/withholding 
i n f o r m a t i o n } • 
C r i t e r i a upon which the decision i s based t o t e l l / n o t t e l l are 
then grouped under 4 main headings: 
13 psychological 
2] s o c i a l 
3} other p a t i e n t a t t r i b u t e s 
4 ) aspects o f the i l l n e s s 
Each of these has more s p e c i f i c sub-categories, the headings 
themselves being merely t o a i d the coders choice. 
13 Psychological 
1 3 anxiety: anxiety l e v e l s , or states or proneness as perceived 
by doctor, or previous h i s t o r y of anxiety i s used by doctor 
i n h i s decision Cnon c l i n i c a l 3 . 
23 depression: depressive s t a t e s , proneness or l e v e l s , or 
previous h i s t o r y i s i n d i c a t e d as a f a c t o r i n decision Cnon 
c l i n i c a l 3. 
33 neurotlclsm: neuroticism, n e u r o t i c s t a t e or proneness i s 
i n d i c a t e d as a f a c t o r i n decision Cnon-clinics). 
43 i n t e l l i g e n c e : p a t i e n t i n t e l l i g e n c e l e v e l as perceived by 
doctor i s used as f a c t o r i n decision. 
53 c l i n i c a l s t a t e : an abnormal psychological statebf c l i n i c a l 
propdtions [eg requiring treatment3 or a h i s t o r y of a 
c l i n i c a l problem i s indicated as a f a c t o r i n de c i s i o n Cnon 
organic3 
6 3 organic s t a t e : an abnormal psychological s t a t e of an organic 
nature Ce.g. damage from stroke3 i s in d i c a t e d as a f a c t o r i n 
de c i s i o n . 
7 } u n s p e c i f i e d ! doctor r e f e r s to some ambiguous and u n s p e c i f i e d 
+ 
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psychological s t a t e / i n d i c a t o r as being a f a c t o r in h i s 
decision. 
8 ] othera some s p s c i f l e d psychological v a r i a b l e not covered by 
the above Cplease specify3. 
23 Social 
13 Financials f i n a n c i a l considerations f o r the p a t i e n t i s a 
f a c t o r i n the doctors* decision. 
23 s o c i a l s t a t u s / c l a s s ; the p a t i e n t s * s o c i a l status or class 
i s a f a c t o r i n the doctors* decision. 
33 f a m i l y wantss the desires of the family are taken i n t o 
account as a f a c t o r i n the doctors* decision. 
43 i n t e r p e r s o n a l r e l a t i o n s h i p s ; the r e l a t i o n s h i p s the p a t i e n t 
has w i t h others are a f a c t o r i n the doctors* decision. 
53 f a m i l y per ses the doctor evaluates the family u n i t and 
takes t h i s evaluation i n t o account i n h i s decision. 
33 P a t i e n t ^ t r i b u t e s 
13 p a t i e n t knows already: the doctor takes i n t o account the 
s t a t e of the p a t i e n t ' s knowledge about t h e i r i l l n e s s i n a 
decision t o give/not give the p a t i e n t Information. 
23 p a t i e n t wants to know: the doctor evaluates whether or n o t 
the p a t i e n t wants t o know more about t f r e i r i l l n e s s . That 
i s the doctor makes some [ s u b j e c t i v e ] evaluation of the 
p a t i e n t s d e s i r e t o know beyond t h e i r asking. 
3 ] p a t i e n t askss the doctor bases h i s decision on t±ie express 
enquiries of the p a t i e n t . 
43 p e t l e n t knowledge i n e v i t a b l e s the doctor bases h i s d e c i s i o n 
on a perception t h a t the p a t i e n t w i l l f i n d out anyway. That 
i s even i f t h e doctor were t o attempt t o conseal i n f o r m a t i o n 
from the p a t i e n t t h e p a t i e n t would eventually gain t h i s 
i n f o r m a t i o n from CegJ another source, 
53 p a t i e n t ages the p a t i e n t s age i s taken i n t o account as a 
f a c t o r i n the doctors decision, 
6 3 p a t i e n t other: any other aspect of the p a t i e n t not covered 
by the above i s taken i n t o account i n t h e doctors decision 
[please specify3• 
3 Aspects of I l l n e s s 
13 sorts the s o r t of i l l n e s s ronx which the p a t i e n t i s s u f f e r i n g 
i s a f a c t o r i n the doctors decision, 
2 ^ s e v e r i t y : the s e v e r i t y o f the i l l n e s s i s a f a c t o r i n the 
doctors dec i s i o n , 
i 
3 3 time: the time during the i l l n e s s i s a f a c t o r i n the doctors 
d e c i s i o n , eg, the doctors estimate t h a t t h e p a t i e n t w i l l 
only l i v e x weeks longer. 
Factor i n tho doctors decision, 
6 ] p a t i e n t others any other aspect of the p a t i e n t not covered 
by the above i s taken i n t o account i n t h e doctors decision 
[please s p e c i f y ] . 
] Aspects of I l l n e s s 
1] sorts the s o r t of i l l n e s s trorn which the p a t i e n t i s s u f f e r i n g 
i s a f a c t o r i n the doctors decision. 
2 ^ severitys the s e v e r i t y of the i l l n e s s i s a f a c t o r i n the 
doctors decision. 
3] times the time during the i l l n e s s i s a f a c t o r i n the doctors 
d e c i s i o n , eg. the doctors estimate t h e t t h e p a t i e n t w i l l 
only l i v e x weeks longer. 
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4 ] Aims i n Telling/Not T e l l i n g 
The f i r s t l e v e l o f t h i s category of utterance i s t o specify whether 
the eim i s t o be achieved by 
13 t e l l i n g or 2] not t e l l i n g [ o r i n other ways conveying/ 
withholding i n f o r m a t i o n ] a p a t i e n t about the i l l n e s s . 
The aim of t e l l i n g / n o t t e l l i n g a p a t i e n t i s : 
13 p a t i e n t management: t h a t i s t o achieve t e c h n i c a l ends 
w i t h the p a t i e n t , t o , f o r example, secure the p a t i e n t * s 
co-operation i n a regime o f treatment, or t o make the p a t i e n t 
more d o c i l e and accepting o f the doctors professional help. 
23 p a t i e n t happiness: t o ensure t h a t the p a t i e n t i s as happy 
accepting etc., or as minimally distressed as possible. 
3 3 f a m i l y happiness: to ensure t h a t the f a m i l y i s as happy 
accepting e t c . , or as minimally distressed as possible -
i n c l u d i n g f o r example the p o s s i b i l i t y of the f a m i l y ddtig 
death work or preparing f o r the bereavement. 
43 own happiness: the t e l l i n g or not t e l l i n g i s t o achieve 
a minimal l e v e l of d i s t r e s s f o r the doctor himself. 
53 absolution of s e l f : the doctor t e l l s or does not t o 
absolve himself of r e s p o n s i b i l i t y , o r t o make i t c l e a r t o 
the p a t l e n t / f a m i l y t h a t he has not been negligent i n h i s 
duty as doctor t o cure the p a t i e n t . 
63 p a t i e n t f i n a n c l a l / o r g a n i s a t i o n a l s doctor t e l l s / d o e s not 
t e l l on the basis of h i s perceptions of the p a t i e n t ' s need 
t o have information i n order t o make f i n a n c i a l arrangements 
or ether o r g a n i s a t i o n a l or o f f i c i a l arrangements [ i e . t o 
set t h e i r a f f a i r s I n order3. 
73 p a t i e n t r e l a t i o n s h i p Or: doctor t e l l s / d o e s not t e l l 
p a t i e n t i n order t o a l t e r [lmprove?3 or maintain h i s 
r e l a t i o n s h i p w i t h the p a t i e n t . 
83 patient r e l a t i o n s h i p others: doctor t e l l s / d o e s not t e l l 
p a t i e n t i n order to a l t e r [improve?] or m a i n t a i n the 
p a t i e n t s r e l a t i o n s h i p s w i t h o t h e r s [ p r i m a r i l y f a m i l y ? ] . 
5bo -
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5 3 Reasons For Telling/Not: T e l l i n g 
T h i s c a t e g g r y d i f f e r s from the aims i n t e l l i n g category i n t h a t 
whereas t h e aims i n t e l l i n g category c o n s i d e r s what e f f e c t on t h e 
p a t i e n t the doct o r i s attempting to a t t a i n and t h e r e f o r e i n a 
•forward l o o k i n g ' category the reasons f o r t e l l i n g category 
c o n s i d e r s t h e r e a s o n s behind the doctors adoption of h i s p o l i c y , 
h i s j u s t i f i c a t i o n f o r h i s approach. 
The f i r s t l e v e l i s aga i n to s p e c i f y whether the doctor t e l l s o r 
* ^<J> r*w\ <vt- \ £> *y 
does not t e l l h i s p a t i e n t s or otherwise conveys jar not to them. 
The second l e v e l then d e l i n e a t e s h i s g e n e r a l j u s t i f i c a t i o n f o r 
h i s p o l i c y . 
* 3 e t h i c a l ; The doct o r c o n s i d e r s h i s p o l i c y i s motivated by 
an e t h i c a l o b l i g a t i o n . He has made a d e c i s i o n of p r i n c i p l e . 
The p a t i e n t has f o r example a r i g h t to know or a r i g h t n o t 
to know and the doctor c o n s i d e r s t h i s a s a moral d e c i s i o n . 
T h i s may sometimes be a p a t e r n a l i s t i c p o s i t i o n . 
23 m e d i c a l ; The p o l i c y i s based on t e c h n i c a l o r medical 
c o n s i d e r a t i o n s . H i s d e c i s i o n t o t e l l or n o t i s based on a 
b e l i e f t h a t t h i s can have advantageous/disadvantageous 
medical consequences [eg. p a t i e n t t u r n s h i s head to the 
w a l l 3. 
3 3 Management; The p o l i c y i s based on a b e l i e f t h a t t e l l i n g / 
n o t t e l l i n g has management consequences, which maVe h i s job 
h a r d e r o r e a s i e r . These a r e to be d i s t i n g u i s h e d from the 
m e d i c a l sub-category which c o n s i d e r phydbal e f f e c t s o f 
i n f o r m a t i o n on p a t i e n t s , whereas t h i s category c o n s i d e r s t h e 
e f f e c t s i n f o r m a t i o n has on f o r example co- o p e r a t i o n i n a 
t r e a t m e n t regimen, o r stopping p a t i e n t s going e l s e w h e r e f o r 
treatment* 
4 ) psycho therapy i The p o l i c e s based on principles o f 
psychotherapy and t e l l i n g / n o t t e l l i n g i s p a r t o f a t r e a t m e n t 
raalma t o b e n e f i t the p a t i e n t p s _ y c h o l o f l l o a l l y . 
-12-
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5} p e r s o n a l F e e l i n g s : The p o l i c y i s based on the p e r s o n a l 
f e e l i n g s o f the doctor which cannot n e c e s s a r i l y be 
a r t i c u l a t e d . 
- I S -
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The n e x t l e v e l c o n s i d e r s more f u l l y the background to t h i s p o s i t i o n . 
Background 
13 t r a i n i n g ! the p o l i c y was adopted because of t r a i n i n g 
r e c e i v e d , e i t h e r a t medical school or during g e n e r a l 
p r a c t i c e t r a i n i n g or from c o u r s e s or l e c t u r e s attended 
s i n c e t h a t time. 
2] c l i n i c a l e x p e r i e n c e ; the p o l i c y was adopted because of 
e x p e r i e n c e s d u r i n g p r a c t i c e . T h i s i n c l u d e d s p e c i f i c 
c a s e h i s t o r i e s o f p a t i e n t s t r e a t e d by the doctor which 
were f o r m a t i v e and a r e quoted a s e x p l a n a t i o n s or 
j u s t i f i c a t i o n s f o r p r e s e n t behaviour or p o l i c y . 
3 ] r e a d i n g ^ the p o l i c y was adopted because of r e a d i n g done 
by t h e d o c t o r s i n o e he has been p r a c t i s i n g . 
4 ] t a l k i n g Pre: the p o l i c y was adopted because of 
c o n v e r s a t i o n s be has had with o t h e r d o c t o r s i n f o r m a l l y , 
f o r example, p a r t n e r s . 
5 ] t a l k i n g o t h e r s : the p o l i c y was adopted because of i n f o r m a l 
c o n v e r s a t i o n s he had had w i t h o t h e r l a y persons or p a t i e n t s , 
o r formal c o n v e r s a t i o n s w i t h p a t i e n t s d u r i n g c o n s u l t a t i o n s . 
E3 apocrypha: the p o l i c y was adopted on t h e b a s i s o f s t o r i e s 
h eard of unknown a u t h e n t i c i t y or o r i g i n . I t i s baaed on a 
p r o f e s s i o n a l f o l k l o r e or s t o r i e s of i n c i d e n t s , t h a t have 
occured t o o t h e r unknown d o c t o r s . Beware when u s i n g t h i s 
c a t egory to d i s t i n g u i s h from case h i s t o r i e s of the d o c t o r s 
own p a t i e n t s o r those o f p a r t n e r s o r o t h e r v e r i f i a b l e 
s t o r i e s o f o t h e r doctor a c q u a i n t a n c e s . 
73 own f e e l i n g s : the p o l i c y was adopted on t h e b a s i s of the 
d o c t o r s own f e e l i n g s or a t t i t u d e s . 
8 3 no i n s i g h t : the p o l i c y was adopted by the d o c t o r , but he i s 
unable to account: f o r h i s r e a s o n s . 
o t h e r : t h e p o l i c y was adopted f o r r e a s o n s o t h e r than t h o s e 
cowsred by the above Cplease s p e c i f y 3 . 
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CB3 P a t i e n t Knowledge 
The F i r s t l e v e l i s to s p e c i f y whether the p a t i e n t has knowledge 
of i 3 d i a g n o s i s or 113 prog n o s i s or i i i 3 t h i s i s u n c l e a r or 
iv3 both d i a g n o s i s and p r o g n o s i s i n the d o c t o r ' s opinion. 
The next: l e v e l i s to s p e c i f y the degree oF t h a t knowledge end 
c o n s i s t s of ^  B u b - c L a s s e s , 
^3 c o m ~ : p a t i e n t has complete knowledge of e i t h e r 
disgnosis or p r o g n o s i s e t c . 
23 p a r t i a l : The p a t i e n t has someVknowledge oF e i t h e r d i a g n o s i s 
or p r o g n o s i s but not complete knowledge. 
3 ] s u s p e c t s : The p a t i e n t s u s p e c t s t h e i r d i a g n o s i s or 
progno s i s but does not know For s u r e . 
4 ] i n c o r r e c t : The p a t i e n t has knowledge oF t h e i r d i a g n o s i s or 
prognosis but £bis i s i n f a c t i n c o r r e c t . Thus eg., a 
d i a g n o s i s oF lung c a n c e r i s b e l i e v e d to be pneumonia by t h e 
p a t i e n t . 
53 none: The p a t i e n t has no knowledge oF t h e i r i l l n e s s a t e l l . 
The next l e v e l i s the s o u r c e oF the knowledge oF *the p a t i e n t . These 
can be s p l i t i n t o two s o r t s e x t e r n a l s o u r c e s , the knowledge has 
been given by an e x t e r n a l agent, and i n t e r n a l s o u r c e s , the p a t i e n t 
has i n some way worked out the d i a g n o s i s or pr o g n o s i s For h i m s e l f . 
Sources 
e x t e r n a l 
13 g-P-' T h e G F 3 h i m s e l f has given the in f o r m a t i o n , which i s 
the b a s i s o f the p a t i e n t 1 s knowledge, to t h a t p a t i e n t . 
2] GP ot h e r : Another GP has gi v e n the info r m a t i o n to the p a t i e n t . 
33 h o s p i t a l : A doctor or o t h e r medic a t a h o s p i t a l has g i v e n 
the i n f o r m a t i o n to the p a t i e n t . 
43 f a m i l y : A member of the p a t i e n t f s f a m i l y [eg. spouse] h a s 
given the i n f o r m a t i o n to the p a t i e n t * 
5] oth e r : Some ot h e r person not covered i n the above has 
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g i v e n the i n f o r m a t i o n to the p a t i e n t . 
i n t e r n a l 
* J treatment: The p a t i e n t has recognised some a s p e c t of t h e 
treatment t h a t he i s r e c e i v i n g which has g i v e n him 
i n f o r m a t i o n about h i s d i a g n o s i s or p r o g n o s i s , eg, a p a t i e n t 
r e c o g n i s e s t h e t he i s r e c e i v i n g radium therapy which i s f o r 
c a n c e r ergo he has c a n c e r . 
23 s e l f d i a g n o s i s : the p a t i e n t r e c o g n i s e s c e r t a i n of h i s 
s i g n s and symptoms, how he f e e l s , e t c . , and i s able t o work 
out h i s d i a g n o s i s from these or n o t i c i n g the way h i s i l l n e s s 
i s p r o g r e s s i n g works out h i s p r o g n o s i s , eg. c o n t i n u i n g 
d e t e r i o r a t i o n w i l l r e s u l t i n death. 
3 j t a c i t : the p a t i e n t i n t u i t s h i s d i a g n o s i s or p r o g n o s i s i n 
a way t h a t i s not s p e c i f i e d ; h e j u s t knows. 
4 3 o t h e r : the p a t i e n t comes to know h i s d i a g n o s i s or p r o g n o s i s 
i n some way not s p e c i f i e d i n the above [ p l e a s e s p e c i f y 3 • 
Coding 
Each u t t e r a n c e t h a t i s to be coded should be u n d e r l i n e d i n the 
t e x t and the boundaries of the u t t e r a n c e marked with v e r t i c a l 
s t r o k e s . Each u t t e r a n c e should be numbered i n the t e x t and t h a t 
number e n t e r e d i n t o each c e l l of the coding s h e e t to i n d i c a t e t h a t 
t h e t c o n t e n t category/sub-category item i s p r e s e n t i n the u t t e r a n c e . 
Items p r e s e n t i n one u t t e r a n c e i n one category should normally be 
marked i n one column, i n order to f a c i l i t a t e s c o r i n g of coding 
s h e e t s f o r a n a l y s i s . As many category or sub-category c l a s s e s a s 
a r e p r e s e n t i n one u t t e r a n c e should be coded. The only coding t h a t 
i s p r e s c r i b e d a s mutually e x c l u s i v e i s the use of the t e l l / n o t t a l l 
s u b - c a t e g o r i e s t o g e t h e r . No o t h e r combination of codes i s 
p r o s c r i b e d . Although some combinations are l o g i c a l l y i n c o n s i s t e n t , 
they may be used i f n e c e s s a r y . Attempts a t t h e i r use, c o u l d 
i n d i c a t e miscodings Ceg. combining more than one u t t e r a n c e 3 or 
i n h e r e n t weaknesses i n t h e c o n t e n t a n a l y s i s scheme. 
P a t i e n t I n t e r v i e w C o n t e n t A n a l y s i s S c h e d u l e 
A manual f o r p a t i e n t i n t e r v i e w c o n t e n t a n a l y s i s s i m i l a r i n 
s t y l e t o t h e g.p. i n t e r v i e w c o n t e n t a n a l y s i s s c h e d u l e was 
p r e p a r e d . However, f o r r e a s o n s o f b r e v i t y we l ^ i t t h e 
c a t e g o r i e s o f t h i s scheme, r a t h e r t h a n p r e s e n t t h e 
e n t i r e t r a i n i n g manual h e r e . Thus c o d e r s r e a d i n t e r v i e w s 
s e a r c h i n g f o r t h e f o l l o w i n g t y p e s o f p a t i e n t u t t e r a n c e s . 
1) P a t i e n t knowledge o f d i a g n o s i s 
2) P a t i e n t knowledge of p r o g n o s i s 
3) P a t i e n t s o u r c e o f knowledge 
U) P a t i e n t ' s o p i n i o n of g.p. and r e l a t i o n s h i p w i t h g.p. 
P a t i e n t knowledge of d i a g n o s i s o r p r o g n o s i s s u b c a t e g o r i e s . 
i ) P a t i e n t knows c o m p l e t e l y 
i i ) P a t i e n t s u s p e c t s 
i i i ) P a t i e n t e x p r e s s e s no knowledge a t a l l 
i v ) P a t i e n t a p p e a r s to knowtout d e n i e s 
v ) P a t i e n t d i s b e l i e v e s d i a g n o s i s / p r o g n o s i s 
P a t i e n t s o u r c e o f knowledge s u b c a t e g o r i e s 
a) E x t e r n a l 
i ) S.P. (own) 
i i ) S.p. ( o t h e r ) 
i i i ) h o s p i t a l d o c t o r 
i v ) n u r s e 
v ) s p o u s e / n e x t o f k i n 
v i ) o t h e r ( s p e c i f y ) 
b) I n t e r n a l 
i ) s e l f d i a g n o s i s 
i i ) r e c o g n i s e t r e a t m e n t 
i i i ) t a c i t knowledge 
i v ) o t h e r ( s p e c i f y ) 
P a t i e n t ' s o p i n i o n o f g.p. and r e l a t i o n s h i p s u b c a t e g o r i e s 
a ) G.P. 
i ) good 
i i ) s a t i s f a c t o r y 
i i i ) bad 
a ) R e l a t i o n s h i p w i t h g.p. 
i ) good 
i i ) s a t i s f a c t o r y 
i i i ) bad 
APPENDIX 3 
E t h i c a l committee p r o t o c o l s 
1. T i t l e of p r o j e c t : 
Investigation of factors involved i n the doctor-patient relationship 
during terminal care at home. 
2. Responsible Investigators: 
Dr. A.W. STILL: MR. C.J. TODD, M.A. 
Department of Psychology, university of Durham. 
The study i s funded by the S o c i a l Science Research Council and the North 
of England Cancer Research Campaign. 
3. Summary: 
Empirical studies of doctor-patient r e l a t i o n s h i p s during terminal care 
at home are conspicuously lacking from the l i t e r a t u r e . Very l i t t l e i s known 
about how doctors and patients i n t e r a c t i n t h i s d i f f i c u l t s i t u a t i o n and what 
str a t e g i e s are most desirable i n terms of patient wellbeing. 
A p i l o t study has i d e n t i f i e d a number of strat e g i e s used by doctors 
under these circumstances. 
Two complementary studies are proposed herein, which w i l l further 
investigate the strategies used, s p e c i f i c a l l y the extent of use of these 
s t r a t e g i e s , how these change over time as the case progresses, factors that 
may influence the s t r a t e g i e s , the e f f i c i e n c y of the various s t r a t e g i e s and 
the v a l i d i t y of the accounts of behaviour against observable behaviour. 
Both studies are longitudinal i n nature. I n the f i r s t , 20 GPs w i l l 
supply a l l newly diagnosed terminal patients over a 3 month period, plus 
controls, who w i l l then be followed for 6 months, being interviewed bimonthly. 
Doctors w i l l i n i t i a l l y be interviewed on t h e i r perspective on terminal care 
and again at the end of the study at which time case h i s t o r i e s w i l l be 
c o l l e c t e d . Both doctors and patients w i l l make records on consultations 
during the study period. Patient interviews w i l l be run b l i n d and the content 
a n a l y s i s method w i l l enable a double-blind design. 
I n t h e second study, two GPs w i l l c a r r y out the same procedures 
but i n a d d i t i o n w i l l t ape-record c o n s u l t a t i o n s (and where a v a i l a b l e 
v i d e o r e c o r d i n g w i l l a lso be used) t o enable behavioural records t o be 
checked against r e p o r t e d behaviour. 
Normal procedures w i l l be f o l l o w e d t o ma i n t a i n doctor p a t i e n t 
c o n f i d e n t i a l i t y . The design also minimises t h e danger o f adverse 
p a t i e n t r e a c t i o n but should these occur t h e researcher i s t r a i n e d i n 
psycho-therapeutic techniques a p p l i c a b l e f o r t h e i r management. W r i t t e n 
consent i s obtained from a l l p a t i e n t s . 
S c i e n t i f i c Background 
(a) L i t e r a t u r e on care o f the t e r m i n a l l y i l l 
Numerous a r t i c l e s and books have been published on the psycho-social 
care o f the t e r m i n a l l y i l l p a t i e n t , and i t i s now g e n e r a l l y recognised 
t h a t t h e i r needs d i f f e r from those o f o t h e r p a t i e n t s . However, many o f 
the a r t i c l e s present t h e opinions o f i n d i v i d u a l doctors and/or case 
s t u d i e s o f a few p a t i e n t s (e.g. Blake 19TT; Dumphy, 1976). They c a l l on 
the medical p r o f e s s i o n t o attempt t o t r e a t these p a t i e n t s i n a more 
humanitarian f a s h i o n , but l a c k t h e unambiguous e m p i r i c a l evidence t h a t i s 
necessary t o support s p e c i f i c recommendations. 
(b) Care o f the t e r m i n a l l y i l l a t home 
Research t o date has g e n e r a l l y focussed on the care of the t e r m i n a l l y 
i l l i n i n s t i t u t i o n s (Kubler-Ross, 1970; H i n t o n , 1967; Lamerton, 1973; 
C o t t e r , 1971; G a r f i e l d , 1978). Studies o f the care o f the t e r m i n a l l y i l l 
a t home are uncommon. The study by C a r t w r i g h t et a l (1973) o f a sample 
o f deceased p a t i e n t s reveals the problems o f home care f o r GPs, p a t i e n t s 
and f a m i l i e s b o t h i n terms o f p h y s i c a l resources and o f p s y c h o l o g i c a l 
s t r e s s . (Because o f i t s r e t r o s p e c t i v e nature t h i s study, though i m p o r t -
a n t , i s l i m i t e d i n v a l u e ) . 
The r e p o r t o f the DHSS standing sub-committee on cancer (Department 
o f H ealth and S o c i a l S e c u r i t y , I98O) recommends an i n t e g r a t e d care 
system p r i m a r i l y based on GP care i n the home, i n order t o improve t h e 
care o f t e r m i n a l p a t e i n t s w i t h i n t h e f i n a n c i a l c o n s t r a i n t s o f the NHS. 
Already approximately 1/3 o f deaths i n B r i t a i n occur at home, and i t i s 
probable t h a t given the present p o l i c i e s t h i s - w i l l increase. Moreover, 
t h i s f i g u r e conceals t h e f a c t t h a t Q2% o f the deceased stu d i e d by 
Car t w r i g h t e t a l (1973) spent most o f t h e i r l a s t year at home, and t h a t 
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66% w i l l have been r e s t r i c t e d f o r 3 month or more. Although these f i g u r e s 
r e f e r t o a l l causes o f death one can estimate t h a t from the 130,000 or so 
people who di e from cancer each -year, up t o ^ 3,000 w i l l die at home and 
rece i v e most o f t h e i r care from the primary care team and r e l a t i v e s ( C a r t w r i g h t 
et a l 1973). Thus t h e r e i s a l a r g e p o p u l a t i o n o f p a t i e n t s s u f f e r i n g from 
t e r m i n a l i l l n e s s e s , i n c l u d i n g cancer, who remain at home and r e c e i v e 
treatment p r i m a r i l y from t h e i r GP. 
(c) The d o c t o r - p a t i e n t r e l a t i o n s h i p 
F i t t o n and Acheson (1978), Byrne and Long (1976), and Ley et a l (1976) 
have revealed t h e importance o f the s u b j e c t i v e r e l a t i o n s h i p between doctors 
and p a t i e n t s i n e f f e c t i v e management o f i l l n e s s e s . The c o l l e c t i o n by 
G a r f i e l d (1978) r e p o r t s aspects o f t h i s i n r e l a t i o n t o t e r m i n a l care. 
However, i n f o r m a t i o n about t h e psychosocial care o f t h e t e r m i n a l l y i l l a t home 
i n B r i t a i n i s l a c k i n g , and l i t t l e i s known about t h e way GPs t r e a t t h e 
t e r m i n a l l y i l l . Present p r a c t i c e i s l a r g e l y determined by e x t r a p o l a t i o n from 
i n s t i t u t i o n a l care or r u l e s o f thumb developed from p r a c t i c e by p h y s i c i a n s . 
I f s o c i a l and p s y c h o l o g i c a l treatment o f t h e t e r m i n a l p a t i e n t i s t o be 
improved more i n f o r m a t i o n i s r e q u i r e d . 
(d) A p i l o t study o f d o c t o r - p a t i e n t r e l a t i o n s h i p s has already been r un 
i n County Durham. Permission f o r t h i s study was obtained from Durham Area 
H e a l t h A u t h o r i t y on 15 A p r i l 1981. The study was completed d u r i n g October 1981. 
Conclusions from p i l o t study 
Exhaustive search o f t h e t r a n s c r i p t m a t e r i a l has revealed a number o f 
p a t t e r n s i n t h e data. These w i l l be expressed i n quantitative tera&by content 
a n a l y s i s (a technique f o r making inferences by s y s t e m a t i c a l l y and o b j e c t i v e l y 
i d e n t i f y i n g s p e c i f i e d c h a r a c t e r i s t i c s o f messages). This a n a l y s i s w i l l be 
complete d u r i n g June 1982. 
The a n a l y s i s o f the data t o date have revealed a number of r e s u l t s o f 
i n t e r e s t . 
The doctors i n t e r v i e w e d f i t t h e n a t i o n a l p i c t u r e o f general p r a c t i c e i n 
terms o f the number o f p a t i e n t s r e g i s t e r e d w i t h them, amount o f time spent on 
each c o n s u l t a t i o n and number o f p a t i e n t s seen per day (these are w i t h i n t h e 
normal range, approximating the means). That k out o f 5 doctors i n t e r v i e w e d , 
r e p o r t not t e l l i n g p a t i e n t s they are dying conforms t o t h e f i g u r e o f Q0% 
r e p o r t e d by Hinton (1967). These doctors appear t o use a number o f s t r a t e g i e s 
when communicating t o t h e i r d y i n g p a t i e n t s . These i n c l u d e the use o f h i n t s , 
i m p l i c a t i o n , euphemism, t r e n c h humour, d e n i a l , reassurance and evasion. While 
some o f these s t r a t e g i e s may act t o ensure t h a t t h e p a t i e n t does not discover 
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or come t o suspect t h e n a t u r e o f t h e i r i l l n e s s and i t s prognosis, others (e.g. 
euphemism) appear t o t r a n s m i t the i n f o r m a t i o n t o the p a t i e n t s . 
The p a t i e n t s i n t e r v i e w e d are s i m i l a r t o p a t i e n t s r e p o r t e d i n other s t u d i e s 
o f t e r m i n a l i l l n e s s i n age and demographic terms - although lower s o c i a l classes 
are more h i g h l y represented, probably r e f l e c t i n g the geographical r e g i o n o f 
the study as w e l l as t h e f a c t t h a t previous studies have centred on i n s t i t u t i o n a . 
care, e s p e c i a l l y hospices, which may be expected t o a t t r a c t more middle-class 
p a t i e n t s Cc.f. Mechanic, 1968). 
The t e r m i n a l l y i l l p a t i e n t s are predominantly s u f f e r i n g from forms o f 
cancer. The n o n - t e r m i n a l chronic p a t i e n t s are s u f f e r i n g from diseases such as 
b r o n c h i t i s emphysema, a r t h r i t i s and p e r n i c i o u s anemia. The s o r t o f problems 
dying p a t i e n t s have, are revealed by the f o l l o w i n g examples: 
(1) A female p a t i e n t who recognised r a d i o t h e r a p y as a treatment f o r 
cancer when no-one had t o l d her o f her i l l n e s s diagnosis and she had been 
t o l d t h a t she was simply being X-rayed. This woman re p o r t e d being i n i t i a l l y 
v ery d i s t u r b e d by her discovery but appears t o accept t h e i l l n e s s more calmly 
now. One r e s u l t o f the experience i s a d i s t r u s t o f her GP and other doctors. 
(2) A male p a t i e n t who suspected he had a t e r m i n a l cancer and whose w i f e 
e v e n t u a l l y t o l d him d e s p i t e the d o c t o r f s recommendation t h a t he was not t o be 
t o l d . The r e l a t i o n s h i p between husband and w i f e was r e p o r t e d t o have become 
very tense before she t o l d him, because o f the secret she was keeping from 
him. Since then the p a t i e n t has, t o quote t h e doctor "accepted v e r y w e l l the 
diagnosis and h e ^ accepted what i t means t o him and he i s l i v i n g h i s l i f e 
t o the f u l l " . 
(3) The female p a t i e n t who suspected t h a t she was dying from cancer 
who d u r i n g t h e i n t e r v i e w i n d i c a t e d she suspected t h i s , then denied t h a t she 
had ever had cancer and became very d i s t r a u t when her husband mentioned she 
had had a colestomy. She appears t o l i v e i n a w o r l d o f h a l f - k n o w i n g , denying 
and intense a n x i e t y - she scored h i g h on the s t a t e a n x i e t y scale. 
The dying p a t i e n t s appear t o adopt complimentary s t r a t e g i e s when 
communicating t o t h e doctor. Thus i n t h e case o f the man t o l d by h i s w i f e 
described above (2) t h e GP and p a t i e n t never t a l k about the p a t i e n t * s 
impending death or t h a t he has a malignant b r a i n tumour, although b o t h p a r t i e s 
know t h i s and know the o t h e r knows. The p a t i e n t r e p o r t e d t h a t he would be 
happy t o t a l k about t h i s w i t h h i s doctor but never does because he would not 
want t o fupset h i m 1 . 
Many o f t h e d y i n g p a t i e n t s appear t o know or d e f i n i t e l y do know t h e 
i l l n e s s from which t h e y are s u f f e r i n g and i t s prognosis. This i s i n s p i t e o f 
t h e f a c t t h a t doctors r e p o r t t h a t they have not been t o l d . The ways i n which 
p a t i e n t s come t o know i n c l u d e s e l f d i a g n o s i s , r e c o g n i t i o n o f treatment and 
b e i n g t o l d by some other (e.g. spouse - next o f k i n are t o l d i n a l l cases). 
However, t h e r e are a l s o a sizeable number of these 'suspecting/knowing not 
e x p l i c i t l y t o l d ' p a t i e n t s f o r whom the i n f o r m a t i o n source appears t o be the 
GP. That i s , t h e y are being c o v e r t l y given the i n f o r m a t i o n by t h e GP using the 
s t r a t e g i e s i n d i c a t e d above, even though the GP denies t h a t they are t o l d . These 
f i n d i n g s o f f e r e x p l a n a t i o n t o f i n d i n g s by C a r t w r i g h t e t a l (1973) t h a t Q3% o f 
p a t i e n t s who know t h a t t h e y are dying have never been t o l d by anyone. 
There are also i n d i c a t i o n s i n our data t h a t not t e l l i n g p a t i e n t s the 
diagnosis and prognosis i s associated w i t h s t r e s s i n t h e p a t i e n t s . Problems 
i n r e l a t i o n s h i p s between p a t i e n t s and spouses also appear t o be exacerbated 
by the t e l l i n g o f spouse but not p a t i e n t s . This may r e s u l t i n adverse 
bereavement r e a c t i o n s on t h e p a r t o f spouses. Although a t present our data 
i s unable t o answer t h i s question doctor f o l l o w - u p questionnaires w i l l shed 
l i g h t on t h e i s s u e , when analysed. Some o f the s t r a t e g i e s used by " t e l l i n g " 
doctors - a t l e a s t i n i t i a l l y when preparing p a t i e n t s t o be t o l d - are 
s i m i l a r t o those used by " n o n - t e l l i n g " doctors. 
Although these r e s u l t s give us a general i n d i c a t i o n o f how doctors and 
p a t i e n t s are i n t e r a c t i n g d u r i n g t h i s d i f f i c u l t time the design o f t h e study 
i s unable t o answer questions concerning how doctors t r e a t p a t i e n t s at d i f f e r i n g 
stages o f t h e p a t i e n t ' s i l l n e s s . This f a c t o r would appear p e r t i n e n t . The 
small sample size needs t o be increased i n order t o i n v e s t i g a t e t h e s t r a t e g i e s 
f u r t h e r i f g e n e r a l i s a t i o n s are t o be made. I t i s also most important t h a t we 
check t h e v a l i d i t y o f the accounts rendered by doctors and p a t i e n t s by 
c o l l e c t i o n o f b e h a v i o u r a l data i f the research i s t o be able t o make e m p i r i c a l l y 
sound recommendations concerning d e s i r a b l e s t r a t e g i e s i n the f u t u r e . The 
s t u d i e s proposed here w i l l enable these problems t o be overcome. I n a d d i t i o n 
more meetings w i t h each p a t i e n t w i l l enable the researcher t o increase t h e 
r a p p o r t w i t h the p a t i e n t s f a c i l i t a t i n g more complete data c o l l e c t i o n than i n 
t h e f i r s t study. 
O b j e c t i v e s 
The s t u d i e s proposed i n t h i s a p p l i c a t i o n have the o b j e c t i v e o f answering 
the questions which can be placed under the f o l l o w i n g headings: 
(a) Extent o f use: Are the s t r a t e g i e s o f communication alrea d y i d e n t i -
f i e d w i d e l y used by GPs and t h e i r t e r m i n a l p a t i e n t s d u r i n g t h e i r i n t e r a c t i o n s 
or are t h e y unique t o t h e small sample studied? Do other s t r a t e g i e s e x i s t 
and t o what e x t e n t are these used? 
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(b) Time course: Are d i f f e r e n t s t r a t e g i e s used at d i f f e r e n t stages 
o f t h e t e r m i n a l i l l n e s s or does a s t r a t e g y remain dominant once i n i t i a t e d ? 
What p a r t does the progression o f the i l l n e s s p l a y on the s t r a t e g y / i e s adopted 
by the doctor and p a t i e n t ? 
(c) Factors: What f a c t o r s i n f l u e n c e the d e c i s i o n t o adopt a strategy? 
What f a c t o r s i n f l u e n c e s t a b i l i t y or change o f a strategy? What cues do 
doctors p i c k up from p a t i e n t s t h a t i n f l u e n c e t h e i r decisions? What cues do 
p a t i e n t s p i c k up from doctors both i n terms of knowledge about t h e i r i l l n e s s 
and i n terms o f s t r a t e g y adopted by p a t i e n t s ? Are s t r a t e g i e s doctor or 
p a t i e n t driven? 
(d) E f f i c a c y : How e f f e c t i v e are s t r a t e g i e s adopted i n securing the 
doctors g o a l , t h a t i s e i t h e r concealing from or r e v e a l i n g t o the p a t i e n t 
the diagnosis and i t s prognosis? How e f f e c t i v e are the s t r a t e g i e s i n terms 
o f t he p s y c h o l o g i c a l w e l l being o f the p a t i e n t ? To what degree are longer 
term gains set o f f against short term losses and the c o r o l l a r i e s o f t h i s 
question? 
(e) V a l i d i t y : How w e l l do accounts o f behaviours p r o f f e r e d by doctors 
and p a t i e n t s match against observable behaviours? (Study 2 only) 
6. Design 
Two p a r a l l e l and complimentary s t u d i e s are proposed: 
( i ) L o n g i t u d i n a l study o f d o c t o r - p a t i e n t r e l a t i o n s h i p s d u r i n g t e r m i n a l care 
at home using i n t e r v i e w s and w r i t t e n records 
(a) Subjects: Twenty general p r a c t i t i o n e r s r e g i s t e r e d w i t h the Durham 
Family P r a c t i t i o n e r Committee w i l l be s e l e c t e d at random and i n v i t e d t o 
take p a r t i n the study. Doctors w i l l be requested t o supply a l l t h e i r 
t e r m i n a l l y i l l p a t i e n t s upon diagnosis over a p e r i o d o f 3 months. Thus 
s t a t i s t i c a l l y , as a GP w i l l see 5 t e r m i n a l l y i l l p a t i e n t s each year: one 
would expect a sample of 25 t e r m i n a l l y i l l p a t i e n t s , 1.25 from each GP. 
Each GP w i l l a lso be requested t o supply a c o n t r o l non-terminal chronic 
p a t i e n t f o r each t e r m i n a l o f approximately the same age, sex, socio-economic 
group s i t e and s e v e r i t y o f symptoms diagnosed a t about t h e same t i m e . The 
study i s thus e s s e n t i a l l y a cohort study o f t e r m i n a l l y i l l p a t i e n t s diagnosed 
over a t h r e e month p e r i o d . 
Each p a t i e n t w i l l then be f o l l o w e d f o r a p e r i o d o f s i x months from t h e i r 
d iagnosis or u n t i l t h e i r death. 
(b) Procedure: Doctors w i l l be i n i t i a l l y i n t e r v i e w e d about t h e i r 
ideas on t e r m i n a l care and background i n f o r m a t i o n on t h e p r a c t i c e , t r a i n i n g , 
e t c . c o l l e c t e d , ( i n t e r v i e w schedule l ) . 
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The study w i l l then be f u l l y described t o doctors and t h e y w i l l be 
requested t o ask p a t i e n t s when diagnosed t o t a k e p a r t i n t h e study (see below 
( f ) ) . Those who agree w i l l be i n t e r v i e w e d i n i t i a l l y by the researcher a t 
home (Schedule 2 ) . The s t a t e - t r a i t a n x i e t y i n v e n t o r y ( S p e i l b u r g e r e t a l , 1970) 
w i l l also be administered. 
P a t i e n t s w i l l be r e - i n t e r v i e w e d and STAI readministered at 2 monthly 
i n t e r v a l s . These i n t e r v i e w s w i l l cover e s s e n t i a l l y t he same i n f o r m a t i o n as 
the f i r s t except t h a t p o i n t s made durin g previous i n t e r v i e w s w i l l be f o l l o w e d 
up and questions asked about changes since the l a s t i n t e r v i e w , (Schedule 3 ) . 
Doctors w i l l be requested t o make notes on c o n s u l t a t i o n s w i t h p a t i e n t s 
a f t e r each c o n s u l t a t i o n on a standard form (form l ) . These w i l l be d i s t r i b u t e d 
t o doctors at t h e beginning o f the study and r e t u r n e d t o t h e researcher monthly. 
These forms w i l l be anonymous except f o r code numbers which are unknown t o 
th e researcher. This w i l l c o n t r o l b i a s from knowledge o f d o c t o r - p a t i e n t 
i n t e r a c t i o n s w h i l e i n t e r v i e w s are s t i l l b e ing conducted. 
P a t i e n t s w i l l a lso be requested t o make notes on c o n s u l t a t i o n s a f t e r 
each c o n s u l t a t i o n and these w i l l be c o l l e c t e d on subsequent v i s i t s ( form 2 ) . 
These w i l l remain unexamined u n t i l completion o f the study. 
Upon completion o f the i n t e r v i e w s w i t h p a t i e n t s t h e GPs w i l l be r e -
i n t e r v i e w e d and case h i s t o r i e s and s u b j e c t i v e assessments o f the i n d i v i d u a l s 
c o l l e c t e d . I n d i v i d u a l code numbers w i l l be i d e n t i f i e d . 
The above procedure w i l l give us the d a t a t o i d e n t i f y s t r a t e g i e s o f 
communication between doctors and p a t i e n t s , analyse t h e f a c t o r s i n v o l v e d , 
how these change over t i m e , and t h e i r e f f i c a c y , ( o b j e c t i v e s a-d). 
(c) A d d i t i o n a l work/cost; The study w i l l r e q u i r e from each doctor 
approximately Z\ hours o f t i m e at h i s convenience f o r completion o f i n t e r v i e w s 
and w r i t i n g notes on c o n s u l t a t i o n s . Postage costs e t c . w i l l be covered by 
the researchers. 
(d) B e n e f i t t o p a t i e n t s ; I t i s a n t i c i p a t e d t h a t most p a t i e n t s w i l l 
b e n e f i t from t a k i n g p a r t i n the study as i t i s r e p o r t e d t h a t i n many such 
cases j u s t having a concerned i n t e r e s t e d l i s t e n e r i s h e l p f u l . The study w i l l 
a l s o r e v e a l any problems t h a t i n d i v i d u a l p a t i e n t s have and these can be 
r e p o r t e d back t o doctor/care team, i f the p a t i e n t so consents. Future p a t i e n t s 
w i l l a l s o b e n e f i t from the study by the i d e n t i f i c a t i o n o f d e s i r a b l e models 
o f communication from d o c t o r s . 
(e) Discomfort or danger: P a t i e n t s w i l l be r e q u i r e d t o give l g hours 
o f t h e i r time at t h e i r convenience t o take p a r t i n the i n i t i a l i n t e r v i e w 
and approximately 1 hour i n subsequent i n t e r v i e w s . The o n l y p o s s i b l e d i s c o m f o r t 
would r e s u l t from t h e d i s t u r b i n g t o p i c o f t h e i n t e r v i e w s . However, t h e i n t e r v i e w s 
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are designed t o minimize t h i s . P a t i e n t s are not asked b l u n t l y about t h e i r 
i l l n e s s i n such a way as t o d i s t u r b them. The i n t e r v i e w s set up t h e c o n d i t i o n s 
under which p a t i e n t s can f e e l f r e e t o discuss the nature o f t h e i r i l l n e s s , 
t h e i r f e a r s and knowledge about i t . P a t i e n t s w i l l not be pressed t o discuss 
d i s t u r b i n g aspects o f t h e i r care and i t w i l l be made c l e a r t h a t they can 
t e r m i n a t e the i n t e r v i e w i f they wish. The researcher has been t r a i n e d i n 
c o u n s e l l i n g techniques necessary f o r d e a l i n g w i t h any problems encountered 
and has experience i n t h e i r use. The design o f the study ensures t h a t t he 
researcher does not know d e t a i l s o f the case d u r i n g i n t e r v i e w s and thus cannot 
r e v e a l them t o p a t i e n t s . Should a p a t i e n t press f o r d e t a i l s the researcher 
w i l l advise the p a t i e n t t o discuss the issue w i t h the d o c t o r , ensure t h e 
p a t i e n t i s s a t i s f i e d and i n f o r m the doctor o f the s i t u a t i o n . 
Great care w i l l be taken t o ensure a l l p a t i e n t s are happy about the 
i n t e r v i e w a t the end o f the session. No p a t i e n t w i l l be l e f t i f t h e r e i s any 
doubt as t o the p a t i e n t ' s s t a t e o f mind. 
This design proved adequate t o ensure t h a t t h e r e were no adverse 
r e a c t i o n s i n the p i l o t study and thus no problems are foreseen f o r t h i s study. 
( f ) Explanation and consent: A w r i t t e n general e x p l a n a t i o n (see 
attached l e t t e r ) w i l l be sent by the doctor t o i n v i t e p a t i e n t s t o take p a r t 
i n t h e study. 
P a t i e n t s wlib agree t o take p a r t i n the study w i l l be v i s i t e d and before 
t h e i n t e r v i e w i s s t a r t e d t he study w i l l be explained i n the terms described 
below and w r i t t e n consent obtained using the attached consent form. 
"The study i n which you are being asked t o take p a r t i s a study o f t h e 
r e l a t i o n s h i p between doctors and p a t i e n t s r e c e i v i n g treatment f o r a chronic 
or long-term i l l n e s s . Your doctor has put us i n contact w i t h you because you 
have been diagnosed as s u f f e r i n g from an i l l n e s s the treatment o f which w i l l 
p o s s i b l y n e c e s s i t a t e f a i r l y r e g u l a r contact w i t h your doctor over t h e coming 
months. This p a r t o f the study i s i n v e s t i g a t i n g your views on t h e treatment 
you have rece i v e d from t h e doctor. I t i s a l s o i n v e s t i g a t i n g how you f e e l 
about your i l l n e s s , how you are coping, what you f e e l could be done f o r you, 
what i s good about the treatment you r e c e i v e , and what, i f a n y t h i n g , could be 
done t o improve i t . From t h i s study we hope t o f i n d out what could be done, 
i n terms o f the communication between doctors and p a t i e n t s , t o improve t h e care 
o f p a t i e n t s w i t h i n t he N a t i o n a l Health Service. 
We guarantee t h a t a n y t h i n g you may say w i l l be c o n f i d e n t i a l between you, 
and t h e researcher. Your i d e n t i t y w i l l o n l y be known by the researcher. 
Nothing w i l l be s a i d t o your doctor or anybody else about anything t h a t you 
may say. 
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You w i l l be asked t o f i l l i n a s e l f - e v a l u a t i o n form, and answer v a r i o u s 
questions about your i l l n e s s , f e e l i n g s , and r e l a t i o n s h i p w i t h the doctor i n 
your own words. The i n t e r v i e w w i l l be tape-recorded f o r a n a l y s i s but w i l l 
be heard by no-one e l s e t h a n the researchers. 
The researcher would l i k e t o have the o p p o r t u n i t y t o meet you again on 
l a t e r occasions a t your convenience t o discuss how your case i s progressing. 
We would also l i k e you t o keep b r i e f notes on what happens when you meet your 
doctor. I f you are w i l l i n g t o do t h i s I w i l l describe e x a c t l y what i s r e q u i r e d 
l a t e r . 
I f you do not wish t o answer a question you are under no o b l i g a t i o n t o do 
so. I f you wish t o change an answer or decide you do not want t o continue 
you may. 
We would also l i k e your permission t o t a l k t o your d o c t o r , and f o r him 
t o be allowed t o give us i n f o r m a t i o n r e l a t i n g t o your present i l l n e s s . " 
P a t i e n t s would then be asked i f t h e y have any questions about t h e study 
and these answered. Then they w i l l be asked t o give w r i t t e n consent. I t 
w i l l again be stressed t h a t t he p a t i e n t i s under no o b l i g a t i o n t o take p a r t 
i n t h e study, but t h a t the researcher i s under o b l i g a t i o n t o p r o t e c t the 
p a t i e n t ' s i n t e r e s t s f o r t h e i r co-operation i n t h e study 
No s p e c i a l problems are a n t i c i p a t e d i n o b t a i n i n g p a t i e n t ' s consent. 
A l l normal procedures f o r m a i n t a i n i n g c o n f i d e n t i a l i t y o f subjects w i l l 
be f o l l o w e d . 
( i i ) L o n g i t u d i n a l study o f d o c t o r - p a t i e n t r e l a t i o n s h i p s d u r i n g t e r m i n a l 
i l l n e s s u s i n g i n t e r v i e w technique, w r i t t e n records and r e c o r d i n g o f 
c o n s u l t at i o n s. 
O b j e c t i v e s The o b j e c t i v e o f t h i s study i s t o check on the v a l i d i t y 
o f accounts rendered by doctors and p a t i e n t s by comparison o f b e h a v i o u r a l 
records a g a i n s t these accounts. Furthermore these records w i l l also enable 
a n a l y s i s o f the a c t u a l way i n which s t r a t e g i e s o f communicaiionoperate i n 
p r a c t i c e . 
(a) ffiibpects: Two general p r a c t i t i o n e r s on the Durham Family Pr act i t oner 
Committee l i s t have been approached and have i n d i c a t e d t h e i r agreement i n 
p r i n c i p l e t o co-operate i n t h i s study s u b j e c t t o e t h i c a l approval. 
The general p r a c t i t i o n e r s w i l l s e l e c t p a t i e n t s i n the same way as i n 
th e above proposed study t o take p a r t i n t h e study. 
(b) Procedures: Procedures f o r t h i s study are i d e n t i c a l t o those i n 
t h e above proposed study except t h a t video or video r e c o r d i n g o f a l l c o n s u l t a t i o n s w i t 
th e p a t i e n t s being s t u d i e d w i l l be made. Sony TCS-310, (a small inconspiciuous 
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p o r t a b l e r e c o r d e r ) w i l l be s u p p l i e d f o r t h i s purpose. Both GPs have 
i n d i c a t e d t h e p o s s i b i l i t y o f vi d e o - r e c o r d i n g c o n s u l t a t i o n s i n surgery. 
Advantage o f t h i s f a c i l i t y w i l l be taken when f e a s i b l e . 
( c ) A d d i t i o n a l work/cost: The study w i l l r e q u i r e t h e same time from 
these two GPs as the above study, plus time f o r o p e r a t i n g recorders and r e c o r d i n g 
d e t a i l s o f when, where and w i t h whom the r e c o r d i n g was made. 
(d) B e n e f i t t o p a t i e n t s : As per above proposed study (Section 6 . i . d ) . 
(e) Discomfort or danger: As per above .proposed study. (Section 6 . i . e ) . 
There i s al s o t h e p o s s i b i l i t y t h a t r e c o r d i n g p a t i e n t c o n s u l t a t i o n s 
w i t h t h e i r doctor may be d i s q u i e t i n g t o c e r t a i n p a t i e n t s . 
However, t h i s p o s s i b i l i t y i s minimal as previous researchers also have 
used t h i s method (e.g. Byrne and Long 1976, B a l i n t and N o v e l l , 1973) and 
r e p o r t t h a t p a t i e n t s are cooperative and t h a t p a t i e n t s are on the whole 
u n a f f e c t e d by t h e presence o f a tape or video r e c o r d e r . P a t i e n t s w i l l be 
given the o p t i o n not t o take p a r t i n the study or i f t h e y wish the recorder can 
be t u r n e d o f f d u r i n g t h e c o n s u l t a t i o n . Expected r e f u s a l r a t e i s low ( 5 % • 
Furthermore such techniques are o f t e n used f o r t e a c h i n g purposes w i t h o u t 
r e p o r t e d adverse e f f e c t s . 
( f ) E xplanation and Consent: Explanation and consent w i l l be as f o r 
the above proposed study ( S e c t i o n 6 . i . f ) . However, p a t i e n t s w i l l a lso be 
requested t o a l l o w c o n s u l t a t i o n s w i t h doctors t o be recorded. I t w i l l be 
stressed t h a t the recordings are f o r research purposes o n l y and t h a t t h e i r 
c o n f i d e n t i a l i t y w i l l be s t r i c t l y maintained. 
B r i t i s h P s y c h o l o g i c a l S o c i e t y e t h i c a l g u i d e l i n e s f o r research w i l l be 
f o l l o w e d . 
Recordings o f i n t e r a c t i o n s d u r i n g c o n s u l t a t i o n s made w i l l be used f o r 
research purposes only. S t r i c t c o n f i d e n t i a l i t y w i l l be maintained and a l l 
recorded m a t e r i a l w i l l be destroyed at the end o f the study. 
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INTERVIEW SCHEDULES 
The f o l l o w i n g schedules are g u i d e l i n e s t o the questions t h a t w i l l be asked 
o f doctors and p a t i e n t s d u r i n g t h e study. The format w i l l be s t r i c t l y 
f o l l o w e d , as the o r d e r i n g o f t o p i c s o f discus s i o n i s met h o d o l o g i c a l l y 
important. Topic areas w i l l be introduced u s i n g verbatim questioning as 
these questions are designed t o minimise sources o f b i a s . As f a r as p o s s i b l e 
the questions w i l l be asked as reproduced here, and i n t h a t order, as they 
both c o n t r o l b i a s and increase a c c e s s i b i l i t y . However, f l e x i b i l i t y must 
remain so t h a t t h e i n t e r v i e w e r can respond t o the dynamics o f the i n t e r v i e w s . 
There are two major pragmatic reasons f o r t h i s (as w e l l as t h e o r e t i c a l 
reasons w i t h i n t h e paradigm i n which t h i s research i s being c a r r i e d o u t ) . 
( 1 ) That close adherence t o the questions may r e s u l t i n poor i n f o r m a t i o n , 
and t h e i n t e r v i e w e r would not be able t o f o l l o w p o t e n t i a l l y f r u i t f u l 
t u r n s i n the informant's r e p o r t . 
(2) That because o f the nature o f the p r o j e c t ' s subject matter, a detached 
approach whereby the i n t e r v i e w e r j u s t asks questions reproduced v e r b a t i m 
w i t h o u t reference t o the informant's emotional s t a t e would be inapprop-
r i a t e . I t must be po s s i b l e f o r the i n t e r v i e w e r t o respond t o the 
informant's s t a t e a p p r o p r i a t e l y . 
I n t e r v i e w s w i t h doctors are thus l i k e l y t o stay more c l o s e l y t o these 
schedules because o f both t h e f a c t u a l nature o f t h e questions and t h e lower 
emotional involvement. 
I n t e r v i e w Schedule 1: General P r a c t i t i o n e r s 
1 ) Personal I n f o r m a t i o n 
1 ) Name? 
2) Sex? 
3) Age? 
k) When q u a l i f i e d ? 
5) Where q u a l i f i e d ? 
6) S p e c i a l i s e d q u a l i f i c a t i o n s ? 
7 ) HOW l o n g a t present p r a c t i c e ? 
2) I n f o r m a t i o n about P r a c t i c e 
1 ) Number o f doctors i n p r a c t i c e ? 
2) Catchment area o f pr a c t i c e ? 
3 ) How i s p r a c t i c e organized? 
k) P h y s i c a l resources o f p r a c t i c e ? 
5 ) Personnel resources o f p r a c t i c e ? 
6) Number o f p a t i e n t s r e g i s t e r e d w i t h p r a c t i c e ? 
7) Number o f p a t i e n t s r e g i s t e r e d w i t h doctor? 
8) How are c o n s u l t a t i o n s arranged? 
3 ) P a t i e n t s ( g e n e r a l ) 
1 ) How many p a t i e n t s do you see each day on average; 
i ) i n surgery? 
i i ) on house c a l l s ? 
2 ) How lo n g do you spend on average w i t h each p a t i e n t ; 
i ) i n surgery? 
i i ) on house c a l l s ? 
Do you f e e l t h i s g e n e r a l l y s u f f i c e s ? 
What are the general s o r t s o f i l l n e s s e s t h a t you t r e a t i n surgery? 
What are the general s o r t s o f i l l n e s s t h a t you t r e a t a t home? 
Terminal p a t i e n t s 
What do you mean when you speak o f a t e r m i n a l i l l n e s s ? 
How many p a t i e n t s do you have on your hooks at present who you 
consider t o he s u f f e r i n g from t e r m i n a l i l l n e s s ? 
I s t h i s a t y p i c a l number f o r your p r a c t i c e / f r o m your experience? 
What are the major types o f i l l n e s s e s w i t h t h i s prognosis which 
you meet? Are t h e r e others? 
When t r e a t i n g someone w i t h a t e r m i n a l i l l n e s s what i s your aim? 
Do you t e l l p a t i e n t s when they are diagnosed as s u f f e r i n g from a 
t e r m i n a l i l l n e s s or not? 
How do you decide t o t e l l them or not? 
What s o r t o f c r i t e r i a do you use? 
How would you t e l l a p a t i e n t who you decided t o t e l l ? 
What i s your aim i n t e l l i n g or not t e l l i n g a p a t i e n t ? 
Do you f i n d t e l l i n g p a t i e n t s d i f f i c u l t or not? Why do you t h i n k 
t h i s i s ? 
How do p a t i e n t s normally r e a c t t o t h i s i n f o r m a t i o n ? 
How would you l i k e p a t i e n t s t o r e a c t t o t h i s i n f o r m a t i o n ? 
How do you f e e l when you make a diagnosis o f t e r m i n a l i l l n e s s , 
or when i t becomes apparent t h a t t h i s i s a l i k e l y outcome? 
Do you f i n d t r e a t i n g t h i s c l a s s o f p a t i e n t any more or l e s s 
d i f f i c u l t than t r e a t i n g other classes o f p a t i e n t s ? I n what way? 
Do you t e l l o t h e r members o f t h e f a m i l y i n preference t o the 
p a t i e n t ? Who? 
For what reason do you t e l l t h i s person i n preference t o the p a t i e n t 
Do you expect t he person you have t o l d t o t e l l t h e p a t i e n t or not? 
Would you say t h a t you have a c l e a r p o l i c y about how t o t a l k t o 
your t e r m i n a l p a t i e n t s or not? Could you describe t h i s ? For what 
reasons d i d you adopt t h i s p o l i c y ? 
~\ Q) Have vou t r e a t e d any t e r m i n a l cases which stand out i n your mind? 
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Why do you t h i n k these cases stand out? 
Have you ever r e g r e t t e d t e l l i n g a p a t i e n t or not t e l l i n g a p a t i e n t 
(as t h e case may be)? What happened and why? 
What do you t h i n k t e r m i n a l p a t i e n t s ' major problems are? 
What resources are a v a i l a b l e i n t h i s area f o r t he treatment o f 
th e t e r m i n a l l y i l l ? 
How do you t y p i c a l l y t r e a t such p a t i e n t s - where do you t h i n k i t 
i s best t o t r e a t them? 
What s o r t o f c r i t e r i a i n f l u e n c e t h i s decision? 
Where would you i d e a l l y l i k e t o t r e a t them? 
Do you f e e l t h e nature of the i l l n e s s changes your f e e l i n g s towards 
a p a t i e n t or not? 
Do you make any s p e c i a l e f f o r t s towards t h e f a m i l y or i s t h i s 
necessary? Can you explain? 
Does your treatment o f t e r m i n a l p a t i e n t s d i f f e r s u b j e c t i v e l y i n 
any way from treatment o f other p a t i e n t s or not? 
How do you f e e l when a p a t i e n t dies? 
I f you were s u f f e r i n g from a t e r m i n a l i l l n e s s would you want t o 
know? Can you explain? 
Would you l i k e t o expand on anything you have s a i d so f a r ? 
5) C o n t r o l p a t i e n t s 
1) Apart from p a t i e n t s i n the above group how many p a t i e n t s do you 
have s u f f e r i n g from chronic i l l n e s s e s ? 
2) What do you mean by chronic i l l n e s s e s ? 
3) What kinds o f i l l n e s s e s are we c o n s i d e r i n g i n t h i s group? 
k) What i s your aim when t r e a t i n g the c h r o n i c a l l y i l l ? 
5) Do you t e l l these p a t i e n t s about t h e i l l n e s s e s from which they 
are s u f f e r i n g or not? 
6) How and what would you t e l l them? 
7 ) What s o r t s o f c r i t e r i a do you use i n t h i s case? 
8) Have you any thoughts on the subjects we have discussed or 
experience which you consider p e r t i n e n t which we have not covered? 
9 ) Would you l i k e t o expand on anything? 
The r e s t o f t h e study w i l l then be planned w i t h t h e doctor 
INTERVIEW SCHEDULE 2: P a t i e n t s 
1) General I n f o r m a t i o n ( t o be completed a t f i r s t i n t e r v i e w o n l y ) 
1) Name? 
2) Sex? 
3) Date o f b i r t h ? 
k) Place o f b i r t h ? 
5) M a r i t a l status? 
6 ) Occupation? 
7 ) Age at which education completed? 
8) Time r e s i d e n t i n area? 
9 ) Religious a f f i l i a t i o n ? 
10) With which doctor r e g i s t e r e d ? 
11) How long r e g i s t e r e d ? 
2) A d m i n i s t r a t i o n o f S.T.A.I. 
3) R e i t e r a t i o n o f p a t i e n t ' s r i g h t t o de c l i n e t o answer questions or 
withdraw from study, r e a f f i r m a t i o n o f c o n f i d e n t i a l i t y o f answers. 
k) R e l a t i o n s h i p w i t h doctor 
1) I s the r e a doctor a t the p r a c t i c e whom you t h i n k o f as your doctor 
or not? Who? 
2) Are you seeing any other doctors or not? Who? 
3) How lo n g have you been seeing Dr. ... f o r your present c o n d i t i o n ? 
k) How o f t e n are you seeing Dr. ... f o r treatment o f your i l l n e s s a t 
present? 
Do you g e n e r a l l y go t o the surgery t o see Dr. ... or does he come 
t o see you? 
6) How o f t e n would you l i k e t o see Dr. ... f o r treatment? 
7) How w e l l do you t h i n k Dr. ... knows you? 
8) Do you t h i n k Dr. ... i s i n t e r e s t e d i n you as a person or does he 
r e s t r i c t h i s i n t e r e s t i n you t o your medical c o n d i t i o n ? 
9) Do you t h i n k t h i s i s as i t should be or not? 
10) Could you describe your r e l a t i o n s h i p w i t h Dr. ... t o me? (Prompts -
How do you get on w i t h him? How does he act when you see him? 
I s he perhaps b u s i n e s s l i k e but f r i e n d l y , personal and f r i e n d l y , 
impersonal and b u s i n e s s l i k e , serious or j o v i a l , t a l k a t i v e or r e t i c e n t ? ) 
11^ Why do you t h i n k t h a t i s ? 
12) Do you f i n d Dr. ... easy or hard t o t a l k to? 
13) Do you f i n d Dr. ... easy or hard t o understand? 
Ik) Do you f e e l c o n f i d e n t i n Dr. ...? 
15) Have any f a c i l i t i e s been made a v a i l a b l e t o you by Dr. ... or not? 
What? 
16) I s t h i s s u f f i c i e n t or not? 
I T ) Would you l i k e t o add anything t o an y t h i n g you have s a i d so fa r ? 
Present Complaint 
" I wish t o t u r n now t o the i l l n e s s from which you are s u f f e r i n g a t the 
moment and which Dr. ... i s t r e a t i n g " . 
When d i d you f i r s t n o t i c e t h a t t h e r e was something wrong? 
Would you describe what you n o t i c e d and how you f e l t which made 
you go t o see Dr. ...? 
( i f delay between n o t i c i n g symptoms and going t o see doctor -
(q.3 above)) You s a i d you n o t i c e d something wrong i n ... but d i d n ' t 
see Dr. ... u n t i l .... why d i d you wait? 
How d i d you f e e l about going t o see Dr. ...? 
What d i d you t e l l Dr. ...? 
Did Dr. ... describe the i l l n e s s t o you? Can you t e l l me what he 
said? Did you understand him? Has any other doctor described your 
i l l n e s s t o you? 
Can you describe how he s a i d what he said? 
Can you t e l l me i n your own words what i s wrong w i t h you? 
Can you t e l l me what treatment you are r e c e i v i n g ? 
Did Dr. ... describe how t h i s treatment works or not? 
Did Dr. ... say how lo n g you would have t o r e c e i v e t h i s treatment 
f o r ? Did he say anything about t h e outcome o f the t r e a t m e n t , or 
a l t e r n a t i v e treatments or not? 
Did you understand Dr. ... or not? 
I n your o p i n i o n what i s the most important aspect o f your c o n d i t i o n ? 
I n your o p i n i o n what i s wrong w i t h you? I s t h i s t h e aspect o f 
c o n d i t i o n which i s r e c e i v i n g treatment or not? 
Do you f e e l happy w i t h t h e way Dr. ... has described the treatment 
t o you or not? 
Do you f e e l happy w i t h the treatment you have r e c e i v e d from Dr. ... 
or not? 
Are t h e r e any aspects o f your c o n d i t i o n t h a t you would l i k e Dr. ... 
t o pay more a t t e n t i o n to? 
How does your c o n d i t i o n r e s t r i c t you i f at a l l ? 
your 
19) How do you cope w i t h day t o day l i v i n g - cooking, washing etc.? 
Who helps you? 
20) Are you able t o get out at a l l ? 
21) Does your c o n d i t i o n give you much pa i n or not? 
22) How would you describe your general c o n d i t i o n ? 
23) How w e l l are you coping p s y c h o l o g i c a l l y i n terms o f modes, 
f e e l i n g s etc.? 
2k) How do you f e e l i n general about your present i l l n e s s ? 
2 5 ) I s t h e r e anything you would l i k e t o add t o anything you have said? 
Cues such as "Could you enlarge on t h a t ? " , "Could you e x p l a i n t h a t ? " , "How", 
"What", "Why" e t c . w i l l be used as a p p r o p r i a t e . 
Questions t o be asked i n subsequent i n t e r v i e w s w i l l be e s s e n t i a l l y the same 
as those i n t h e above schedule except t h a t t h e y w i l l be m o d i f i e d t o focus 
on changes since t h e l a s t i n t e r v i e w . Subsequent i n t e r v i e w s w i l l take the 
f o l l o w i n g f ormat, 
1 ) A d m i n i s t r a t i o n o f S.T.A.I. 
2) P r o f f e r i n g o f resume o f previous i n t e r v i e w f o r ' n e g o t i a t i o n o f 
meaning 1 w i t h p a t i e n t . 1 
3) Conducting i n t e r v i e w on basis o f m o d i f i e d schedule questions 
and questions a r i s i n g from n e g o t i a t i o n . 
1. ' N e g o t i a t i o n o f meaning 1 t o be conducted as per Harre, R. and Second P.F. 
( 1 9 7 6 ) . The Explanation o f S o c i a l Behaviour. B a s i l B l a c k w e l l : Oxford. 
SCHEDULE 3: Doctor i n t e r v i e w 2 (case h i s t o r y c o l l e c t i o n ) 
C o l l e c t i o n o f s p e c i f i c d e t a i l s o f medical c o n d i t i o n o f patients,how t h i s 
has changed over p e r i o d o f study. Discussion o f doctors r a t i o n a l e f o r 
communicative approach adopted w i t h i n d i v i d u a l p a t i e n t s . 
I d e n t i f i c a t i o n o f group membership. 
I n a d d i t i o n doctor's assessment o f i n d i v i d u a l p a t i e n t s ' p s y c h o l o g i c a l s t a t e 
and expected prognosis. 
1) How l o n g have you known t h i s p a t i e n t ? 
2) How good a r e l a t i o n s h i p do you have w i t h t h i s p a t i e n t ? 
3) How do you approach t h i s p a t i e n t ? 
k) Why have you t o l d / n o t t o l d t h i s p a t i e n t about the nature o f the 
i l l n e s s ? 
5) How d i d you t e l l the p a t i e n t about the i l l n e s s ? 
6) What do you consider t h i s p a t i e n t ' s needs t o be? 
7) Do you f e e l happy about the way t h i s p a t i e n t i s progressing? 
8) Why d i d you s e l e c t t h i s p a t i e n t f o r t h e study? 
University of Durham Department« 
Science Laboratories, South Road, 
Durham, 0H1 3l_E, England 
Telephone: Durham 64971 (STD code 0335) 
Dear S i r or Madam, 
We are c a r r y i n g out an enquiry i n t o medical care i n the National Health 
Service. We are p a r t i c u l a r l y i n t e r e s t e d i n the a t t i t u d e s o f p a t i e n t s 
towards i l l n e s s , the treatment they r e c e i v e , your r e l a t i o n s h i p w i t h your 
doctor and your needs. Your opinions i n t h i s matter are very important 
as we are concerned w i t h the views of p a t i e n t s t o i l l n e s s as w e l l as 
those o f doctors. 
We have discussed the objects o f the enquiry w i t h your doctor and he has 
sent you t h i s l e t t e r on our behalf. I n order t o p r o t e c t your p r i v a c y the 
doctor has not informed us o f your name and address. You have been chosen 
by your doctor because you are one o f h i s p a t i e n t s whom he has r e c e n t l y 
seen and expects t o see again i n the near f u t u r e . 
There i s a s l i p attached t o t h i s l e t t e r which shows a suggested time and 
date f o r the researcher t o come and see you. The researcher w i l l come and 
see you i n your home i n order t o describe the research t o you more f u l l y 
and then i f you are w i l l i n g t o take p a r t , t o conduct an i n t e r v i e w which w i l l 
take about one hour. I f t h i s i s convenient please t i c k the box provided. 
I f t h i s appointment i s not convenient f o r you but you are w i l l i n g t o take 
p a r t i n the study, please i n d i c a t e a time and date which would be convenient 
i n the space below. Please also p r i n t your name and address on the s l i p 
so t h a t we know who you are and where t o meet you. I f you are not w i l l i n g 
t o take p a r t please t i c k the 'no' box. 
A stamped, addressed envelope i s enclosed f o r the r e t u r n of the s l i p . We 
would be most g r a t e f u l i f you would help us i n t h i s study as wit h o u t the 
opinions o f p a t i e n t s i t i s hard t o improve the treatment received. We 
would be most g r a t e f u l i f you would post t h i s back t o us as soon as p o s s i b l e . 
Yours f a i t h f u l l y , 
C.J. Todd 
Amendments t o a p p l i c a t i o n f o r e t h i c a l approval o f research p r o j e c t 
1) T i t l e o f p r o j e c t 
I n v e s t i g a t i o n o f f a c t o r s i n v o l v e d i n the d o c t o r - p a t i e n t r e l a t i o n s h i p 
d u r i n g t e r m i n a l care a t home. 
2) Responsible I n v e s t i g a t o r s 
Dr. A.W. S t i l l : Mr. C.J. Todd MA 
Department o f Psychology, Durham U n i v e r s i t y 
The f o l l o w i n g amendments should be made t o the above named document 
submitted t o the D i s t r i c t Health A u t h o r i t y f o r e t h i c a l approval on 27 May 1982. 
1. page 7 d e l e t e paragraph 1 and i n s e r t . 
"The study w i l l then be f u l l y described t o doctors. Doctors w i l l be 
requested t o i d e n t i f y p o t e n t i a l subjects a t diagnosis and t o t e l l these 
p a t i e n t s t h a t t h e r e i s a study o f d o c t o r - p a t i e n t r e l a t i o n s h i p s being c a r r i e d 
out by researchers from Durham U n i v e r s i t y i n t h e i r p r a c t i c e . The doctor w i l l 
then ask the p a t i e n t whether he would o b j e c t t o hi s / h e r name being submitted 
t o the researchers so t h a t they could contact the p a t i e n t t o describe the 
study and request them t o take p a r t . I f the p a t i e n t i s agreeable t h e 
researcher w i l l be informed o f the p a t i e n t 1 s name and address and w i l l be 
contacted w i t h the l e t t e r o f i n t r o d u c t i o n s u p p l i e d i n the appendix. P a t i e n t s 
who agree t o take p a r t i n the study w i l l be i n t e r v i e w e d i n i t i a l l y by the 
researcher a t home (schedule 2 ) . The s t a t e - t r a i t a n x i e t y i n v e n t o r y ( S p i e l b u r g e r 
e t a l . 1970) w i l l a lso be administered". 
page 8 s e c t i o n f ) paragraph 1 change "doct o r " t o "researcher". 
2. page 7 append t o end o f s e c t i o n b) "General p r a c t i t i o n e r s w i l l be 
asked i f n u r s i n g s t a f f are v i s i t i n g the p a t i e n t s i n v o l v e d i n the study. I n 
cases i n which nurses are in v o l v e d and i f the general p r a c t i t i o n e r i s i n 
agreement, the nurse w i l l be contacted a t the ou t s e t o f the study and a 
meeting arranged w i t h the researcher. The study w i l l be f u l l y described t o 
the nurse. Nurses w i l l be int e r v i e w e d i n the same way as d o c t o r s , using 
v e r s i o n s o f i n t e r v i e w schedules 1 and 3 m o d i f i e d t o t h e i r circumstances." 
page 7 append t o end o f s e c t i o n c) "Approximately 2 hours o f each 
nurses time w i l l be r e q u i r e d a t t h e i r convenience." 
3. page 8 s e c t i o n e) append t o end o f paragraph 1 "During the i n i t i a l 
e x p l a n a t i o n o f the study t o the doctor i t w i l l be stre s s e d t h a t p a t i e n t 
w e l f a r e remains h i s r e s p o n s i b i l i t y , and t h a t should t h e r e be any adverse 
r e a c t i o n from t h e . p a t i e n t d u r i n g the i n t e r v i e w s t h a t although the i n t e r v i e w e r 
w i l l use those s k i l l s a v a i l a b l e t o him t o calm the p a t i e n t i f the disturbance 
i s t o o great t h e doctor w i l l be c a l l e d i n . The general p r a c t i t i o n e r w i l l 
be n o t i f i e d i n advance o f times and dates o f a l l i n t e r v i e w s w i t h h i s p a t i e n t s . " 
2 
4. i n i t i a l l e t t e r o f i n t r o d u c t i o n t o p a t i e n t s i n appendix. Delete 
paragraph 2 and i n s e r t . "We have discussed the o b j e c t s o f the enquiry 
w i t h your doctor and he has suggested t h a t you may be w i l l i n g t o take p a r t 
i n the study. You are , however, under no o b l i g a t i o n t o do so. Your name 
was passed on t o us by your doctor as you are one o f h i s p a t i e n t s , whom he 
has r e c e n t l y seen and expects t o see again i n the near f u t u r e . The treatment 
you r e c e i v e from your doctor w i l l not be a f f e c t e d by p a r t i c i p a t i o n or 
n o n - p a r t i c i p a t i o n i n t h i s study. Our study i s i n t o the views o f p a t i e n t s 
on i l l n e s s , treatment e t c . and con s i s t s o f a s e r i e s o f i n t e r v i e w s r e q u e s t i n g 
i n f o r m a t i o n on these. Any i n f o r m a t i o n you give us w i l l be t r e a t e d i n 
confidence". 
5. page 9 s e c t i o n b) change "video or video" t o "audio or video" 
PATIENT CONSULTATION QUESTIONNAIRE 
P l e a s e answer q u e s t i o n s i n y o u r own w o r d s o r p u t t i c k t o i n d i c a t e 
a n s w e r . 
Name o f p a t i e n t D a t e 
Age O c c u p a t i o n 
( i f r e t i r e d o r un e m p l o y e d s t a t e p r e v i o u s o c c u p a t i o n ; 
i f m a r r i e d woman who has n o t w o r k e d , s t a t e h u s b a n d ' s 
o c c u p a t i o n ) 
How l o n g d i d y o u spend w i t h t h e d o c t o r ? m i n s . 
D i d t h e d o c t o r e x a m i n e y o u p h y s i c a l l y ? Yes 
No 
D o n ' t know 
What d i d he do? 
What d i d t h e d o c t o r ask you? 
What d i d y o u ask t h e d o c t o r ? 
What d i d t h e d o c t o r t e l l y ou? 
What d i d y o u t e l l t h e d o c t o r ? 
D u r i n g t h e c o n s u l t a t i o n d i d y o u f i n d o u t a n y t h i n g new a b o u t : 
( 1 ) Your c o n d i t i o n : Yes No D o n ' t know 
(2) Your t r e a t m e n t : Yes No D o n ' t know 
W i l l you d e s c r i b e t h i s 
How d i d you g e t on w i t h the d o c t o r ? 
V e r y w e l l W e l l S a t i s f a c t o r i l y P o o r l y B a d l y 
Did you g e t what you wanted from t h i s c o n s u l t a t i o n ? 
Y e s No Don't know 
What was t h i s ? 
Which words b e s t d e s c r i b e the c o n s u l t a t i o n ( p l e a s e t i c k any you f e e l 
a r e a p p r o p r i a t e : 
c o n f u s i n g w o r r y i n g f r u s t r a t i n g a c c e p t i n g 
c l o s e 
non-
c o m m i t a l h e l p f u l c o l d 
warm i n f o r m a l d i smi s s i v e f r a n k 
r e a s s u r i n g u n h e l p f u l d i s t a n t s a t i s f y i n g 
f r i e n d l y c l e a r s e r i o u s i n s e c u r e 
b u s i n e s s -
l i k e s i n c e r e j o v i a l f o r m a l 
P l e a s e make any comments on t h e c o n s u l t a t i o n below 
APPENDIX a G . p . - p a t i e n t c o n s u l t a t i o n q u e s t i o n n a i r e development 
1 
1. TITLE OF PROJECT: 
P i l o t s t u d y o f e f f e c t s o f p r i o r exposure t o q u e s t i o n n a i r e on p a t i e n t 
b e h a v i o u r d u r i n g c o n s u l t a t i o n , and response t o q u e s t i o n n a i r e . 
2 . RESPONSIBLE INVESTIGATORS: 
Dr. A.W. S t i l l , Mr. C.J. Todd, H.A. 
Department o f Psychology, U n i v e r s i t y o f Durham. 
The s t u d y i s funded by t h e S o c i a l Science Research C o u n c i l and t h e 
Nor t h o f England Cancer Research Campaign. 
3. SUMMARY: 
In a s e r i e s o f s t u d i e s b e i n g c a r r i e d o u t by t h e p r e s e n t r e s e a r c h e r s 
i t i s proposed t o use t h e q u e s t i o n n a i r e method. Because o f t h e n a t u r e 
o f t h e proposed s t u d i e s t he desi g n r e q u i r e s p a t i e n t s t o be exposed t o 
the c o n t e n t o f the q u e s t i o n n a i r e p r i o r t o t h e c o n s u l t a t i o n b e i n g i n v e s t i -
g a t e d . S t u d i e s i n c o g n i t i o n and s o c i a l p s y c h o l o g y suggest t h a t t h i s p r i o r 
exposure may a f f e c t b o t h p a t i e n t b e h a v i o u r d u r i n g t h e c o n s u l t a t i o n and 
t h e i r responses t o t h e q u e s t i o n n a i r e . 
The p r e s e n t s t u d y w i l l i n v e s t i g a t e e f f e c t s o f t h e q u e s t i o n n a i r e on 
p a t i e n t b e h a v i o u r , r e c a l l f o r medical i n f o r m a t i o n and a t t i t u d e s and 
o p i n i o n s on t h e c o n s u l t a t i o n . 
72 p a t i e n t s making r e t u r n v i s i t s t o two G.P.s w i l l be used. The s t u d y 
w i l l be a d m i n i s t e r e d by the general p r a c t i t i o n e r ' s r e c e p t i o n i s t s who w i l l 
i d e n t i f y s u i t a b l e p a t i e n t s , r e q u e s t t h e i r c o o p e r a t i o n and g i v e o u t and c o l l e c t 
q u e s t i o n n a i r e s . Informed consent i n w r i t i n g w i l l be o b t a i n e d f r o m a l l s u b j e c t s . 
k. SCIENTIFIC BACKGROUND 
Q u e s t i o n n a i r e t e c h n i q u e s have been w i d e l y used i n s t u d i e s o f a t t i t u d e s 
towards v a r i o u s a s p e c t s o f h e a l t h s e r v i c e p r o v i s i o n ( e . g . Royal Commission 
on t h e N a t i o n a l H e a l t h S e r v i c e , 1978) as w e l l as s t u d i e s o f 
p a t i e n t r e c a l l f o r medical i n f o r m a t i o n (Ley 1977 ) - I n most o f 
these s t u d i e s p a t i e n t s a r e unaware a t t h e t i m e o f t h e c o n s u l t a t i o n t h a t 
t h e y w i l l be asked t o f i l l i n a q u e s t i o n n a i r e a f t e r t h e c o n s u l t a t i o n . 
Experiments i n t h e f i e l d o f c o g n i t i v e p s y c h o l o g y i n d i c a t e t h a t s u b j e c t 
knowledge t h a t t h e y w i l l be r e q u i r e d t o answer a q u e s t i o n n a i r e a f t e r t h e 
ex p e r i m e n t improves performance on the p o s t - t e s t , due t o e f f e c t s on memory 
c o d i n g f o r t h e i n f o r m a t i o n d u r i n g t he e x p e r i m e n t , ( R o t h k o p f , 1972). 
Experiments i n t h e f i e l d o f s o c i a l p s y c h o l o g y i n d i c a t e t h a t knowledge 
o f an e x p e r i m e n t a l s i t u a t i o n a f f e c t s s u b j e c t b e h a v i o u r d u r i n g t h e e x p e r i m e n t 
(R o s e n t h a l and Rosnow ,1969) as w e l l as a t t i t u d e s and b e l i e f about t h e 
e x p e r i m e n t a l m a t e r i a l . 
The use o f a q u e s t i o n n a i r e , t o which s u b j e c t s a r e exposed p r i o r t o t h e 
c o n s u l t a t i o n , t o i n v e s t i g a t e p a t i e n t knowledge a c q u i r e d d u r i n g t h e c o n s u l -
t a t i o n and a t t i t u d e s and b e l i e f s about t h a t c o n s u l t a t i o n may thus be 
expec t e d t o i n f l u e n c e t h e o b j e c t o f s t u d y . 
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5. OBJECTIVES 
In s t u d i e s o f d o c t o r - p a t i e n t r e l a t i o n s h i p s d u r i n g t e r m i n a l c a r e a t 
home t o be c a r r i e d o u t i n Co. Durham we a r e c o n s t r a i n e d by t h e s t u d y 
o b j e c t i v e s t o a l l o w exposure t o a q u e s t i o n n a i r e p r i o r t o t h e c o n s u l t a t i o n . 
(See A p p l i c a t i o n a l s o e n c l o s e d ) . 
The p r e s e n t s t u d y i s designed t o i n v e s t i g a t e the e f f e c t s o f p r i o r 
exposure t o the q u e s t i o n n a i r e , t o be used i n f u r t h e r s t u d i e s , on p a t i e n t 
b e h a v i o u r d u r i n g t h e c o n s u l t a t i o n , memory f o r i n f o r m a t i o n a f t e r t h e 
c o n s u l t a t i o n , and a t t i t u d e s toward the d o c t o r - p a t i e n t r e l a t i o n s h i p . 
I n f o r m a t i o n about any e f f e c t s o f p r i o r exposure t o t h i s q u e s t i o n n a i r e i s 
r e q u i r e d i f we a r e t o make v a l i d i n f e r e n c e s i n the o t h e r s t u d i e s where 
t h i s q u e s t i o n n a i r e i s t o be used. The p r e s e n t s t u d y i s designed t o 
i n v e s t i g a t e t h e n a t u r e o f any gross e f f e c t s e n a b l i n g us t o i d e n t i f y e f f e c t s 
r e q u i r i n g f u l l e r i n v e s t i g a t i o n by f u t u r e s t u d i e s . 
6 . DESIGN 
a) S u b j e c t s 
S u b j e c t s w i l l be 72 adult p a t i e n t s making r e t u r n v i s i t s t o t h e i r g e n e r a l 
p r a c t i t i o n e r f o r c o n s u l t a t i o n s about any i l l n e s s . A l l p a t i e n t s s e l e c t e d 
as s u b j e c t s w i l l have been r e g i s t e r e d w i t h t h e i r g e n e r a l p r a c t i t i o n e r f o r 
more than 3 y e a r s . Two g e n e r a l p r a c t i t i o n e r s w i l l be used i n t h i s s t u d y . 
b) Procedure 
The r e c e p t i o n i s t o f each g e n e r a l p r a c t i t i o n e r w i l l be i n s t r u c t e d t o 
s e l e c t t h e f i r s t s u i t a b l e 36 p a t i e n t s making r e t u r n v i s i t s t o t h e i r g e n e r a l 
p r a c t i t i o n e r f r o m t h e commencement o f t h e s t u d y t o t a k e p a r t i n t h e 
s t u d y . Each p a t i e n t w i l l be a l l o c a t e d a t random t o one o f t h r e e 
c o n d i t i o n s . R e c e p t i o n i s t s w i l l i n d i c a t e t o t h e d o c t o r o n l y t h a t t h e 
p a t i e n t i s t a k i n g p a r t i n the s t u d y . 
Group 1 ~ p r i o r exposure t o q u e s t i o n n a i r e . S u b j e c t s w i l l be r e q u e s t e d 
t o t a k e p a r t i n t h e s t u d y when r e p o r t i n g t o t h e r e c e p t i o n i s t . Each 
s u b j e c t w i l l be g i v e n a s t a n d a r d f o r m ( f o r m 1) e x p l a i n i n g t h e s t u d y 
p l u s t h e q u e s t i o n n a i r e t o be read b e f o r e e n t e r i n g t h e c o n s u l t a t i o n 
room. 
Group 2 - p r i o r knowledge o f s t u d y . S u b j e c t s w i l l be r e q u e s t e d t o 
t a k e p a r t i n the s t u d y when r e p o r t i n g t o the r e c e p t i o n i s t . Each 
s u b j e c t w i l l be g i v e n a s t a n d a r d form ( f o r m 2) e x p l a i n i n g the s t u d y . 
Group 3 ~ n a i v e s u b j e c t s . A f t e r l e a v i n g the c o n s u l t a t i o n room s u b j e c t s 
w i l l be r e q u e s t e d by t h e r e c e p t i o n i s t t o t a k e p a r t i n the s t u d y . 
Each s u b j e c t w i l l be g i v e n a s t a n d a r d form ( f o r m 3) e x p l a i n i n g t h e 
s t u d y . 
The r e c e p t i o n i s t w i l l g i v e each p a t i e n t t h e q u e s t i o n n a i r e t o c omplete 
b e f o r e l e a v i n g (groups 1 and 2) o r ask t h e p a t i e n t t o t a k e p a r t i n 
the s t u d y and then g i v e t h e p a t i e n t the q u e s t i o n n a i r e (group 3) 
(see q u e s t i o n n a i r e a t t a c h e d ) . 
A l l q u e s t i o n n a i r e s w i l l be completed by t h e s u b j e c t s b e f o r e l e a v i n g 
t h e s u r g e r y and s e a l e d by them i n an envelope s u p p l i e d . 
Should a p a t i e n t r e f u s e t o t a k e p a r t i n t h e s t u d y t h e r e c e p t i o n i s t 
w i l l s i m p l y r e p l a c e t h i s p a t i e n t by t h e n e x t s u i t a b l e p a t i e n t on t h e 
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a p p o i n t m e n t l i s t u n t i l t he q uota o f s u b j e c t s i s f u l f i l l e d . 
General p r a c t i t i o n e r s w i l l a t th e end o f each c o n s u l t a t i o n w i t h a p a t i e n t 
t a k i n g p a r t i n the s t u d y j u d g e t o w hich group t h e p a t i e n t had been 
a l l o c a t e d . I f e x p l i c i t r e f e r e n c e t o th e s t u d y was made by th e p a t i e n t 
d u r i n g t h e c o n s u l t a t i o n he w i l l note t h i s down. 
T h i s d e s i g n w i l l g i v e us d a t a e n a b l i n g a n a l y s i s o f t h e b e h a v i o u r o f 
p a t i e n t s i n the c o n s u l t a t i o n between groupsand t h e i r responses t o the 
q u e s t i o n n a i r e , w h i l e m a i n t a i n i n g e c o l o g i c a l v a l i d i t y . 
7 . ADDITIONAL WORK/COST 
Each g e n e r a l p r a c t i t i o n e r ' s r e c e p t i o n i s t w i l l be r e q u i r e d t o i d e n t i f y 
s u i t a b l e s u b j e c t s , and speak t o each o f 3b p a t i e n t s about the s t u d y . T h i s 
s h o u l d r e q u i r e no more than a t o t a l o f 30 minutes o f t h e i r t i m e . Each 
d o c t o r w i l l be r e q u i r e d t o ju d g e group membership o f th e p a t i e n t s and 
r e c o r d t h i s . A p p r o x i m a t e l y 5 minutes i n a l l w i l l be r e q u i r e d t o f u l f i l l 
t h i s f u n c t i o n . 
8. BENEFIT TO PATIENTS 
The b e n e f i t accrued by p a t i e n t s t a k i n g p a r t i n th e s t u d y , i f t h e r e 
i s any e f f e c t o f p r i o r exposure t o th e q u e s t i o n n a i r e (group 1) o r knowledge 
o f t h e r e q u i r e m e n t t o f i l l i n a q u e s t i o n n a i r e a f t e r t h e c o n s u l t a t i o n 
(group 2 ) , w i l l be i n terms o f improved memory f o r medical i n f o r m a t i o n . 
Improved r e c a l l o f medical i n f o r m a t i o n communicated d u r i n g a c o n s u l t a t i o n 
has been shown t o ue a s s o c i a t e d w i t h improved p r o g n o s i s , mediated by 
adherence t o t r e a t m e n t regime. (Ley 1977) 
B e n e f i t t o p a t i e n t s i n f u t u r e w i l l come from i d e n t i f i c a t i o n o f 
d e s i r a b l e modes o f communication from d o c t o r s . (See i n v e s t i g a t i o n o f 
f a c t o r s i n v o l v e d i n th e d o c t o r - p a t i e n t r e l a t i o n s h i p d u r i n g t e r m i n a l c a r e 
a t home a p p l i c a t i o n e n c l o s e d ) . 
9. DISCOMFORT OR DANGER 
No d i s c o m f o r t o r danger i s f o r e s e e n f o r p a t i e n t s t a k i n g p a r t i n t h i s 
s t u d y . 
10. EXPLANATION AND CONSENT 
E x p l a n a t i o n o f the s t u d y i s g i v e n i n w r i t i n g t o a l l p a t i e n t s ( f o r m s 1, 
2 and 3 ) . Consent i n w r i t i n g w i l l be o b t a i n e d f r o m a l l p a t i e n t s . 
11. CONFIDENTIALITY 
P a t i e n t c o n f i d e n t i a l i t y w i l l be m a i n t a i n e d by s u b j e c t s s e a l i n g t h e i r 
responses i n e n v e l o p e s . Responses o f s p e c i f i c i n d i v i d u a l s w i l l n o t be 
re v e a l e d t o r e c e p t i o n i s t s o r d o c t o r s . A l l normal procedures f o r m a i n t a i n i n g 
s u b j e c t c o n f i d e n t i a l i t y w i l l be f o l l o w e d . 
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INSTRUCTIONS TO RECEPTIONISTS 
The f o l l o w i n g i n s t r u c t i o n s e x p l a i n how the study o f the e f f e c t s o f 
p r i o r exposure t o a questionnaire should be conducted. Please f o l l o w these 
procedures e x a c t l y as the study i s being c a r r i e d out i n more than one 
surgery and the procedures must be i d e n t i c a l i n each. 
1) P a t i e n t S e l e c t i o n 
The f i r s t 36 p a t i e n t s who have made appointments t o see Dr 
from the beginning o f morning surgery on and who 
s a t i s f y the f o l l o w i n g c r i t e r i a should be s e l e c t e d t o take p a r t i n t h e study. 
a) The p a t i e n t must have been r e g i s t e r e d w i t h t h i s p r a c t i c e f o r a t l e a s t 
t h r e e years - t h a t i s before August 1st 1979. 
b) The p a t i e n t must be making a r e t u r n v i s i t t o see Dr 
about t h e i r i l l n e s s . That i s the p a t i e n t must have seen the doctor a t l e a s t 
once bef o r e about t h i s i l l n e s s . 
c) Pregnancy - pregnancy t e s t i n g and normal ante and p o s t - n a t a l 
s e r v i c e s should not be i n c l u d e d , nor should c o n s u l t a t i o n s f o r p r e s c r i p t i o n s 
f o r o r a l c o n t r a c e p t i v e s , v a c c i n a t i o n s , insurance examinations e t c . be 
incl u d e d . 
d) P a t i e n t s should be a d u l t (18+) and making the c o n s u l t a t i o n f o r 
him or h e r s e l f , n ot as proxy. 
e) I f you are unsure as t o the e l i g i b i l i t y o f a p a t i e n t f o r t h i s study 
the p a r t i c u l a r s should be checked i n the p a t i e n t ' s records only. No 
reference should be made t o any doctor i n the p r a c t i c e . Should you be unable 
t o c o n f i r m the p a t i e n t ' s e l i g i b i l i t y the p a t i e n t should be assumed t o be 
i n e l i g i b l e and not used i n the study. 
Procedure 
Before surgery - As i d e n t i f i e d as e l i g i b l e each p a t e i n t ' s name should 
be placed i n the order i n which i t appears on the appointment l i s t on the 
sheets s u p p l i e d . 
Sheet 1 w i l l i n d i c a t e t o which experimental group the p a t i e n t has been 
a l l o c a t e d . The p a t i e n t w i l l be a l l o c a t e d t o e i t h e r the group which has 
complete knowledge o f the questionnnaire before t h e c o n s u l t a t i o n (group 1) 
or t h e group t h a t knows they w i l l be asked t o f i l l i n a qu e s t i o n n a i r e (group 
2) o r the group which has no p r i o r knowledge o f the study (group 3 ) . 
This sheet should be r e t a i n e d by the r e c e p t i o n i s t . The doctor should 
under no circumstances see t h i s sheet. 
Sheet 2 o n l y i n d i c a t e s which p a t i e n t s are t a k i n g p a r t i n the study. This 
sheet should be given t o the doctor at the beginning o f the surgery so t h a t 
he can complete i t d u r i n g surgery. 
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During surgery - When p a t i e n t s r e p o r t t o r e c e p t i o n t o keep t h e i r 
appointment one o f the t h r e e procedures described below should be f o l l o w e d 
depending upon t o which group t h e p a t i e n t has been a l l o c a t e d . 
1) F u l l knowledge 
P a t i e n t s r e p o r t i n g who have been a l l o c a t e d t o t h i s group should be 
asked whether they would be w i l l i n g t o take p a r t i n a study o f 
d o c t o r - p a t i e n t communication being c a r r i e d out by researchers from 
Durham U n i v e r s i t y . I f they are w i l l i n g they should be given Form 1 
and consent form. They should be asked t o read t h i s c a r e f u l l y and 
completely before s i g n i n g the consent form. Form 1 should be 
re t u r n e d t o the r e c e p t i o n i s t before e n t e r i n g the c o n s u l t a t i o n room. 
Re c e p t i o n i s t s should r e i t e r a t e t h a t p a t i e n t s should not mention t o the 
doctor t h a t they are t a k i n g p a r t i n the study. 
2) P a r t i a l knowledge 
P a t i e n t s r e p o r t i n g t o the r e c e p t i o n i s t i n t h i s group should be 
t r e a t e d i n e x a c t l y the same way as group 1 except t h a t they should 
be given Form 2 i n s t e a d o f Form 1. Again t h i s form and the consent 
form should be c o l l e c t e d before e n t e r i n g the c o n s u l t a t i o n room. The 
r e c e p t i o n i s t should r e i t e r a t e t h a t t h e p a t i e n t should not mention 
t o the doctor t h a t they are t a k i n g p a r t i n the study. 
3) No knowledge 
No mention o f the study should be made t o these p a t i e n t s before they 
go i n t o see the doctor. 
A f t e r C o n s u l t a t i o n 
When p a t i e n t s come out o f the c o n s u l t a t i o n they w i l l r e t u r n t o the 
r e c e p t i o n i s t , having been asked by the doctor t o do so. P a t i e n t s i n group 1 
( f u l l knowledge) and group 2 ( p a r t i a l knowledge) w i l l be given t h e 
que s t i o n n a i r e t o f i l l i n . Each p a t i e n t should s e a l h i s / h e r answered 
qu e s t i o n n a i r e i n an envelope supplied and r e t u r n t h i s t o the r e c e p t i o n i s t . 
P a t i e n t s i n group 3 w i l l now be asked whether they are w i l l i n g t o take 
p a r t i n the study and given form 3, consent form and q u e s t i o n n a i r e . P a t i e n t s 
should f i l l i n the qu e s t i o n n a i r e and consent form and r e t u r n the q u e s t i o n n a i r e 
i n the sealed envelope. 
R e c e p t i o n i s t s should w r i t e the p a t i e n t number as i n d i c a t e d on sheet 1 
on each envelope as i t i s r e t u r n e d . 
R e c e p t i o n i s t s should countersign a l l consent forms. 
Refusals or n o n - a r r i v a l s 
Should a p a t i e n t refuse t o take p a r t i n the study, or not a r r i v e a t 
surgery t o keep t h e i r appointment, the p a t i e n t should be replaced by the 
next e l i g i b l e p a t i e n t on the appointment l i s t a f t e r the l a s t p a t i e n t already 
a l l o c a t e d i f the l a s t p a t i e n t a l l o c a t e d i s t o a t t e n d a surgery subsequent 
t o the present one; or the f i r s t e l i g i b l e p a t i e n t o f the next surgery i f t h e 
l a s t p a t i e n t already a l l o c a t e d i s a t t e n d i n g the present surgery. 
Synopsis of Procedure 
For a 3 month period commencing and f i n i s h i n g 
patients should be i d e n t i f i e d i n two groups. 
i ) New terminal patients 
i i ) A chronic control for each terminal matched for age, sex, socio-
economic group and s i t e and severity of symptoms. 
The researcher should not be told the group id e n t i t y of patients u n t i l 
a f t e r the study i s completed. 
Each patient should be allocated a code number for the purpose of 
f i l l i n g i n the questionnaires (01, 02 etc. w i l l s u f f i c e ) . Your own code 
number i s in the envelope. This system has been adopted to enable a n a l y s i s 
of questionnaires to be commenced before the end of the study. Completed 
questionnaires should be kept in the envelope provided and w i l l be collected 
at i n t e r v a l s during the study. 
Patients i d e n t i f i e d should be asked whether they would be w i l l i n g for 
t h e i r names to be put forward for a study of doctor patient communication 
being c a r r i e d out in your practice by researchers from Durham University 
and i f they are w i l l i n g t h e i r name and address should be forwarded to the 
researcher who w i l l then contact the patient. 
The records of patients who do consent to taking part i n the study 
should be flagged and questionnaires placed i n the records to be f i l l e d i n . 
(This w i l l probably depend on the practice - i t i s e s s e n t i a l that questionnaires 
are f i l l e d i n whenever a patient taking part i n the study i s seen and therefore 
whatever system w i l l ensure t h i s within your p r a c t i c e i s acceptable.) 
In the case of a patient dying or leaving the pract i c e l i s t s for any 
other reason please arrange a case history interview as soon as possible so 
that t h i s can be conducted while patient records are s t i l l a v a i l a b l e . 
University of Durham Department of Psychology 
Science Laboratories, South Road. 
Durham, DH1 3 L E , England 
Telephone: Durham 64971 (STD code 0385) 
I n v e s t i g a t i o n o f c o n s u l t a t i o n s w i t h general p r a c t i t i o n e r s 
Dear Sir/Madam, 
We a r e c a r r y i n g o u t an i n v e s t i g a t i o n i n t o a s p e c t s o f c o n s u l t a t i o n s by 
p a t i e n t s w i t h t h e i r g e n e r a l p r a c t i t i o n e r , as p a r t o f a s e r i e s o f s t u d i e s 
i n t o medical c a r e i n t h e N a t i o n a l H e a l t h S e r v i c e . We a r e p a r t i c u l a r l y 
i n t e r e s t e d i n t h e a t t i t u d e s o f p a t i e n t s towards i l l n e s s , t r e a t m e n t and 
r e l a t i o n s h i p s w i t h d o c t o r s . Your o p i n i o n s i n t h i s m a t t e r a r e v e r y i m p o r t a n t 
t o us as w i t h o u t p a t i e n t o p i n i o n s i t i s har d t o improve t h e t r e a t m e n t 
o f f e r e d i n t h e N.H.S. 
The r e c e p t i o n i s t has asked you t o take p a r t i n t h i s s t u d y because you a r e 
making a r e t u r n v i s i t t o see your d o c t o r and he i s t h e r e f o r e n o t a 
s t r a n g e r t o you. 
A l t h o u g h t he d o c t o r you a r e g o i n g t o see knows about t h i s s t u d y and has 
g i v e n h i s p e r m i s s i o n f o r i t t o be c a r r i e d o u t i n t h i s s u r g e r y he does n o t 
know e x a c t l y w h i c h p a t i e n t s a r e b e i n g approached t o do t h i s p a r t o f t h e 
s t u d y . T h i s w i l l e n s u r e c o n f i d e n t i a l i t y . 
When you come o u t o f t h e c o n s u l t a t i o n t he r e c e p t i o n i s t w i l l g i v e you a s h o r t 
q u e s t i o n n a i r e t o f i l l i n . T h i s w i l l t a k e about 5 m i n u t e s t o c o m p l e t e . A 
copy o f t h i s q u e s t i o n n a i r e i s a t t a c h e d t o t h i s s h e e t . Please read i t 
c a r e f u l l y now so t h a t you can d e c i d e whether you a r e w i l l i n g t o answer these 
q u e s t i o n s a f t e r you have seen t h e d o c t o r . 
A f t e r you have f i l l e d i n t h e q u e s t i o n n a i r e you w i l l s e a l i t i n an envelope 
s u p p l i e d . N e i t h e r t h e r e c e p t i o n i s t nor t h e d o c t o r w i l l see y o u r answers. 
Your answers w i l l be t r e a t e d w i t h t h e s t r i c t e s t c o n f i d e n t i a l i t y . 
I f you a r e w i l l i n g t o t a k e p a r t i n t h e s t u d y p l e a s e s i g n t h e c o n s e n t f o r m . 
Please do n o t m e n t i o n t o t h e d o c t o r d u r i n g t h e c o n s u l t a t i o n t h a t you a r e 
t a k i n g p a r t i n t h e s t u d y . 
I f you have any q u e s t i o n s t h e r e c e p t i o n i s t w i l l be p l e a s e d t o answer them. 
Thank you i n advance f o r y o u r h e l p and c o o p e r a t i o n . 
Yours f a i t h f u l l y , 
C.J. Todd. 
Researcher D o c t o r . 
FORM 2 
University of Durham D e p a r t m e n t o f Psycho logy 
Science Laboratories, South Road, 
Durham, DH1 3 L E , England 
Telephone: Durham 64971 (STD code 0385) 
I n v e s t i g a t i o n o f c o n s u l t a t i o n s w i t h g e n e r a l p r a c t i t i o n e r s 
Dear S i r/Madam, 
We a r e c a r r y i n g o u t an i n v e s t i g a t i o n i n t o a s p e c t s o f c o n s u l t a t i o n s by 
p a t i e n t s w i t h t h e i r g e n e r a l p r a c t i t i o n e r , as p a r t o f a s e r i e s o f s t u d i e s 
i n t o m e d i c a l c a r e i n t h e N a t i o n a l H e a l t h S e r v i c e . We a r e p a r t i c u l a r l y 
i n t e r e s t e d i n t h e a t t i t u d e s o f p a t i e n t s t o w a r d s i l l n e s s , t r e a t m e n t and 
r e l a t i o n s h i p s w i t h d o c t o r s . Y o u r o p i n i o n s i n t h i s m a t t e r a r e v e r y i m p o r t a n t 
t o us as w i t h o u t p a t i e n t o p i n i o n s i t i s h a r d t o i m p r o v e t h e t r e a t m e n t 
o f f e r e d i n t h e N.H.S. 
The r e c e p t i o n i s t has a s k e d y o u t o t a k e p a r t i n t h i s s t u d y b e c a u s e y o u a r e 
ma k i n g a r e t u r n v i s i t t o see y o u r d o c t o r and he i s t h e r e f o r e n o t a 
s t r a n g e r t o y o u . 
A l t h o u g h t h e d o c t o r y o u a r e g o i n g t o see knows a b o u t t h i s s t u d y and has 
g i v e n h i s p e r m i s s i o n f o r i t t o be c a r r i e d o u t i n t h i s s u r g e r y he does n o t 
know e x a c t l y w h i c h p a t i e n t s a r e b e i n g a p p r o a c h e d t o do t h i s p a r t o f t h e 
s t u d y . T h i s w i l l e n s u r e c o n f i d e n t i a l i t y . 
When y o u come o u t o f t h e c o n s u l t a t i o n t h e r e c e p t i o n i s t w i l l g i v e y o u a s h o r t 
q u e s t i o n n a i r e t o f i l l i n . T h i s w i l l t a k e a b o u t 5 m i n u t e s t o c o m p l e t e . 
A f t e r y o u have f i l l e d i n t h e q u e s t i o n n a i r e y o u w i l l s e a l i t i n an e n v e l o p e 
s u p p l i e d . N e i t h e r t h e r e c e p t i o n i s t n o r t h e d o c t o r w i l l see y o u r a n s w e r s . 
Your a n s w e r s w i l l be t r e a t e d w i t h t h e s t r i c t e s t c o n f i d e n t i a l i t y . 
I f y o u a r e w i l l i n g t o t a k e p a r t i n t h e s t u d y p l e a s e s i g n t h e c o n s e n t f o r m . 
P l e a s e do n o t m e n t i o n t o t h e d o c t o r d u r i n g t h e c o n s u l t a t i o n t h a t y o u a r e 
t a k i n g p a r t i n t h e s t u d y . 
I f y o u have any q u e s t i o n s t h e r e c e p t i o n i s t w i l l be p l e a s e d t o a n s w e r t h e m . 
Thank y o u i n a d v a n c e f o r y o u r h e l p and c o o p e r a t i o n . 
Y o u r s f a i t h f u l l y , 
C.J. Tod d . 
R e s e a r c h e r • D o c t o r 
University of Durham Department of Psychology 
Science Laboratories, South Road, 
Durham, DH1 3 L E , England 
Telephone: Durham 64971 (STD code 0385} 
I n v e s t i g a t i o n o f c o n s u l t a t i o n s w i t h g e n e r a l p r a c t i t i o n e r s 
Dear Sir/Madam, 
We a r e c a r r y i n g o u t an i n v e s t i g a t i o n i n t o a s p e c t s o f c o n s u l t a t i o n s by 
p a t i e n t s w i t h t h e i r g e n e r a l p r a c t i t i o n e r s , as p a r t o f a s e r i e s o f s t u d i e s 
i n t o medical c a r e i n t h e N a t i o n a l H e a l t h S e r v i c e . We a r e p a r t i c u l a r l y 
i n t e r e s t e d i n t h e a t t i t u d e s o f p a t i e n t s towards i l l n e s s , t r e a t m e n t and 
r e l a t i o n s h i p s w i t h d o c t o r s . Your o p i n i o n s i n t h i s m a t t e r a r e v e r y i m p o r t a n t 
t o us as w i t h o u t p a t i e n t o p i n i o n s i t i s hard t o improve t h e t r e a t m e n t 
o f f e r e d i n t h e N.H.S. 
The r e c e p t i o n i s t has asked you t o take p a r t i n t h i s s t u d y because you a r e 
making a r e t u r n v i s i t t o see your d o c t o r and he i s t h e r e f o r e not a 
s t r a n g e r t o you. 
A l t h o u g h the d o c t o r you saw knows about t h i s s t u d y and has g i v e n p e r m i s s i o n 
f o r i t t o be c a r r i e d o u t i n t h i s s u r g e r y he does n o t know e x a c t l y w h i c h 
p a t i e n t s a r e b e i n g approached t o do t h i s p a r t o f t h e s t u d y . T h i s w i l l 
ensure c o n f i d e n t i a l i t y . 
I f you a r e w i l l i n g t o t a k e p a r t i n t h i s s t u d y t h e r e c e p t i o n i s t w i l l g i v e 
you a s h o r t q u e s t i o n n a i r e t o f i l l i n . T h i s w i l l t a k e about 5 minutes t o 
complete. 
A f t e r you have f i l l e d i n t h e q u e s t i o n n a i r e you w i l l s e a l i t i n an e n v e l o p e 
s u p p l i e d . N e i t h e r t h e r e c e p t i o n i s t nor t h e d o c t o r w i l l see y o u r answers. 
Your answers w i l l be t r e a t e d w i t h the s t r i c t e s t c o n f i d e n t i a l i t y . 
I f you a r e w i l l i n g t o t a k e p a r t i n the s t u d y p l e a s e s i g n the consent f o r m . 
I f you have any q u e s t i o n s t h e r e c e p t i o n i s t w i l l be p l e a s e d t o answer them. 
Thank you i n advance f o r y o u r h e l p and c o o p e r a t i o n . 
Yours f a i t h f u l l y , 
C.J. Todd. 
R e s e a r c h e r D o c t o r . 
DOCTOR CONSULTATION QUESTIONNAIRE 
Pat i e n t code no. 
Doctor code no. ( i f partner, name) 
Date of co n s u l t a t i o n 
Place of co n s u l t a t i o n : home surgery other 
Did you conduct a physical 
examination? Yes No 
Did you conduct a verbal 
examination? Yes No 
How i s the p a t i e n t coping psychologically w i t h the i l l n e s s ? 
Well Badly 
Does the p a t i e n t know the nature of the i l l n e s s ? 
D e f i n i t e l y 
knows 
D e f i n i t e l y does not 
know 
Does the p a t i e n t know the prognosis of the i l l n e s s ? 
D e f i n i t e l y 
knows 
D e f i n i t e l y does not 
know 
Was the c o n s u l t a t i o n predominantly s o c i a l or physical medicine? 
Physical Social 
How s a t i s f i e d w i t h the treatment i s the p a t i e n t ? 
S a t i s f i e d D i s s a t i s f i e d 
Did the p a t i e n t request any medical i n f o r m a t i o n , treatment or 
f a c i l i t i e s etc. during the consultation? 
Yes No 
What was requested? 
D i d you l e a r n any new i n f o r m a t i o n from o r about t h e p a t i e n t d u r i n g 
t h e c o n s u l t a t i o n ? 
Y e s No 
What was l e a r n e d ? 
D i d you g i v e t h e p a t i e n t any new i n f o r m a t i o n d u r i n g t h e c o n s u l t a t i o n ? 
Y e s No 
What was g i v e n ? 
What i s t h e p a t i e n t ' s u n d e r s t a n d i n g o f t h i s i l l n e s s i n y o u r o p i n i o n ? 
What i s t h e p a t i e n t ' s m a j o r c o n c e r n ? 
F u r t h e r Comment 
Please answer questions i n your own words or put t i c k i n box s u p p l i e d t o 
i n d i c a t e answer. 
PATIENT CONSULTATION QUESTIONNAIRE 
P a t i e n t Name Dat< 
Doctor Name 
How lo n g d i d you spend w i t h the doctor mins. 
Did the doctor examine you p h y s i c a l l y ? (Please t i c k ) Yes 
No 
Don Tt know 
What d i d he do? 
What d i d the doctor ask you? 
What d i d you ask the doctor? 
What d i d the doctor t e l l you? 
What d i d you t e l l the doctor? 
During the c o n s u l t a t i o n d i d you f i n d out a n y t h i n g new about 
Don xt know 1) Your c o n d i t i o n Yes 
2) Your treatment Yes 
No 
No Don't know 
W i l l you describe t h i s 
How d i d you get on w i t h the doctor? 
Very w e l l Well S a t i s f a c t o r i l y Poorly badly 
Did you get what you wanted from t h i s c o n s u l t a t i o n ? Yes 
No 
Don't know 
What was t h i s ? 
Which words best d e s c r i b e the c o n s u l t a t i o n , (please t i c k any you f e e l are 
a p p r o p r i a t e ) 
confusing w o r r y i n g ; i f r u s t r a t i n g a c c e p t i n g 
close non-
commital 
h e l p f u l c o l d 
warm i n f o r m a l i i d i s m i s s i v e f r a n k 
r e a s s u r i n g ] u n h e l p f u l i d i s t a n t s a t i s f y i n g 
f r i e n d l y c l e a r serious insecure 
business-
l i k e 
s i n c e r e j o v i a l f o r m a l 
Please make any comments on the c o n s u l t a t i o n below 
APPENDIX 5 
S u p p l e m e n t a r y i n t e r v i e w q u o t a t i o n s f o r C h a p t e r 10. 
G.P.S' OBJECTIVES 
Dr. 0 1 
"To g e t them t o d i e w i t h a b s o l u t e p a i n r e l i e f and 
maximum d i g n i t y , p e ace and comfort a t home.** 
Dr. 0 2 
"To keep them a s c h e e r f u l and a s happy a s i s p o s s i b l e , 
t o keep them p a i n f r e e . . . a s c o m f o r t a b l e a s p o s s i b l e . Keep 
them happy." 
Dr. 03 
"To keep them I suppose f a i r l y m e n t a l l y c o n t e n t . . . a s 
c o m f o r t a b l e a s I can and t o keep them p a i n f r e e , p h y s i c a l l y 
c o m f o r t a b l e . " 
Dr. OH 
"To make them c o m f o r t a b l e . . . To make them p h y s i c a l l y 
c o m f o r t a b l e and m e n t a l l y c o m f o r t a b l e . " 
Dr. 0 5 
"To keep them a s c o m f o r t a b l e and a s normal a s p o s s i b l e f o r 
a s l o n g a s p o s s i b l e . To l e t them l i v e a f u l l , o r a s f u l l , 
a l i f e a s p o s s i b l e . To m i n i m i s e t h e d i s t r e s s t o t h e m s e l v e s 
a nd...to t h e r e l a t i v e s . " 
Dr. 0 6 
"To make t h e p a t i e n t c o m f o r t a b l e and f r e e o f p a i n . " 
Dr. 0 7 
"To d i e w i t h d i g n i t y . . . ( n o t w i t h ) t u b e s up e v e r y 
o r i f i c e . . . i n c o n t r o l a s well...warm and d r y and c l e a n , 
not s t i n k i n g . You s h o u l d have t h e f a m i l y round you, i f you 
want them t h e r e . . . e r p a i n f r e e . " 
Dr. 0 8 
" Q u a l i t y o f l i f e . . . I t h i n k t h a t sums i t up... L e n g t h o f 
l i f e i s one d i m e n s i o n . . . you can f a i r l y e a s i l y p r o l o n g 
l i f e , p a i n f u l l i f e w h i c h has no v a l u e t o i t . Q u a l i t y o f 
l i f e i n r e l a t i o n s h i p s and r e l a t i o n s h i p s t o make s u r e t h e 
f a m i l y i s communicating, making s u r e t h a t t h e y c a n 
ma x i m i s e a l l t h e i r r e s o u r c e s . " 
Dr. 0 9 
" P u r e l y t o r e l i e v e p a i n and s u f f e r i n g . T h e r e a r e n ' t any 
o t h e r c o n s i d e r a t i o n s . " 
Dr. 1 0 
"To make them a s c o m f o r t a b l e a s p o s s i b l e , don't have any 
p a i n . . . To make them l i v e a s h a p p i l y , a s happy a s 
p o s s i b l e , a s p a i n f r e e a s p o s s i b l e . " 
Dr. 1 1 
"To make what r e m a i n s o f t h e i r l i f e a s c o m f o r t a b l e a s 
p o s s i b l e , p a r t i c u l a r l y w i t h r e g a r d t o p a i n . . . To make t h a t 
l i t t l e w h i l e a s r e a s o n a b l y p l e a s a n t a s i s p o s s i b l e . " 
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Dr. 12 
"To make them a s c o m f o r t a b l e and a s p a i n f r e e a s 
p o s s i b l e , even i f i t meant p e r h a p s r e d u c i n g t o t a l 
l i f e s p a n . M 
Dr. 13 
" H o p e f u l l y d e l a y i n g t h e p r o g r e s s o f t h e i l l n e s s . . . b u t f o r 
t h e v a s t m a j o r i t y . . . r e l i e v e t h e s u f f e r i n g by any means 
p o s s i b l e . . . r e l i e v e p h y s i c a l s u f f e r i n g . " 
Dr. 1U 
"The broad aim i s t o make them a s c o m f o r t a b l e and a s p a i n 
f r e e a s p o s s i l e . . . s o t h a t t h e y can d i e a s p e a c e f u l l y a s 
p o s s i b l e . " 
Dr. 15 
" O b v i o u s l y r e l i e v e any p h y s i c a l d i s c o m f o r t , t h a t ' s y o u r 
f i r s t aim. T h i s can u s u a l l y be done by dru g s q u i t e 
e f f e c t i v e l y nowadays. By and l a r g e p e o p l e p u t up w i t h t h e 
agony o f t h e body r a t h e r w e l l . I t ' s t h e agony o f t h e mind 
t h a t g e t s p e o p l e down... One t r i e s t o a l l e v i a t e d e p r e s s i o n 
o r a n x i e t y symptoms w i t h m e d i c a t i o n o r s i m p l y by 
t a l k i n g . . . H o p e f u l l y keep them i n a c o m f o r t a b l e s t a t e i s 
t h e a im." 
Dr. 16 
" W e l l b a s i c a l l y t h a t t h e y a r e c o m f o r t a b l e and e n j o y what 
t i m e t h e y have l e f t . . . T h a t ' s t h e b e s t w o r d i n g o f i t 
r e a l l y . " 
Dr. 17 
" B a s i c a l l y t o make them c o m f o r t a b l e , 'cause I know I c a n ' t 
c u r e them. I suppose t h a t ' s i t r e a l l y . I t ' s d u s t t o make 
them c o m f o r t a b l e , p a i n f r e e , s e e t o t h e i r b a s i c s o r t o f 
n e e d s . " 
Dr. 18 
"To keep t h e p a t i e n t c o m f o r t a b l e and s e e he i s f r e e o f 
any p a i n a t a l l . T r y and make him t o not t h i n k about a l l 
h i s s u f f e r i n g . " 
Dr. 19 
" B a s i c a l l y t o make t h e d e a t h a s p a i n f r e e , ..not r e a l l y 
p a i n f r e e , a s s u f f e r i n g f r e e a s p o s s i b l e . . . To make t h e i r 
s u f f e r i n g a s l i t t l e a s p o s s i b l e . . . So t h a t t h e y c a n p l a n 
t h e i r l i v e s a h e a d o f them and i n a way r e a d y t h e m s e l v e s 
f o r d e a t h . . . Some p e o p l e have a c r e e d o r b e l i e f o t h e r s 
don't, b u t you have t o m e n t a l l y p r e p a r e y o u r s e l f f o r d e a t h 
and i n t h e s e s i t u a t i o n s most p e o p l e do i n my e x p e r i e n c e 
p r e p a r e t h e m s e l v e s v e r y w e l l f o r d e a t h . " 
Dr. 20 
" J u s t t r y t o c o m f o r t them a s much a s I c a n . . . Make them 
happy a s much a s I c a n . . . Of c o u r s e you g i v e them p a i n 
r e l i e f . . . y o u ' r e n o t g o i n g t o l e t them s u f f e r . You g i v e 
them p a i n r e l i e f t h a t ' s common s e n s e . " 
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Dr. 21 
"My aim i s t o p r e v e n t them h a v i n g any p a i n . . . t o a l l o w 
them t o s t i l l be t h e i r own m a s t e r w i t h i n t h e i r own home, 
so t h e y f e e l p s y c h o l o g i c a l l y happy and I keep s p i r i t s up." 
Dr. 22 
"My aim i s t o a l l e v i a t e a s much a s p o s s i b l e any p h y s i c a l 
s u f f e r i n g and t h a t ' s my prime c o n c e r n r e a l l y and any 
a s s o c i a t e d p r o b l e m s , any p s y c h o l o g i c a l problems t h a t may 
a r i s e from i t , d e p r e s s i o n and t h i n g s l i k e t h i s . " 
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Dr. 01 
"From a m e d i c a l p o i n t o f v i e w s u p e r v i s i o n o f t e r m i n a l 
c a r e i s one o f t h e most s a d , t y p i c a l l y c h a l l e n g i n g : and 
m e d i c a l l y c h a l l e n g i n g t h i n g s t h a t you have got t o do. 
N o t h i n g e l s e r e a l l y can have t h a t i n t e n s e w o r k i n g w i t h 
p e o p l e , w i t h a t t h e same t i m e t h e p u r e l y t e c h n i c a l 
problems o f o v e r c o m i n g p a i n , v o m i t i n g , c o n s t i p a t i o n , d e a t h 
r a t t l e s , you name i t . You have got t o p h y s i c a l l y overcome 
a l l o f them, and a s s u c h i t ' s an i n t e r e s t i n g f i e l d . . . 
I t ' s a l w a y s b a n d i e d about t h a t 20% of g e n e r a l p r a c t i c e i s 
t r i v i a , o r s o m e t h i n g l i k e t h a t . But a l o t o f t h a t i s n ' t 
t r i v i a , t h e r e ' s a l o t you can be d o i n g w h i c h i s n ' t l i f e o r 
d e a t h m e d i c i n e . . . as s u c h a l o t o f t r i v i a t e n d s t o 
d i s a p p e a r . " 
Dr. 02 
"I'm s h a t t e r e d i n s i d e , f i r s t o f a l l , e v e r y t i m e i t 
happens b e c a u s e I know most o f t h e p e o p l e . You f e e l a 
s h a t t e r i n g f e e l i n g i n s i d e when y o u r i n v e s t i g a t i o n comes 
back... But i t i s v e r y r e w a r d i n g i f you can s u p p o r t t h e s e 
p e o p l e and go t h r o u g h i t w i t h them. T h a t i s o f c o u r s e 
a c c e p t i n g t h a t we a l l have t o d i e . . . ( B u t ) i t h u r t s you 
when s o m e t h i n g l i k e t h a t happens, where you know you have 
no t r e a l l y got c o n t r o l o f t h e c a s e . N o r m a l l y you g e t t h e 
c a s e under c o n t r o l and you've got i t a l l under c o n t r o l . 
But some s t i c k out r e a l l y b e c a u s e we n e v e r r e a l l y got them 
under c o n t r o l . . . R e l a t i o n s h i p s a r e v e r y v e r y d i f f i c u l t , 
sometimes you have known a p a t i e n t f o r a w h i l e and you 
don't l i k e them, and t h i s s o r t o f t h i n g happens. When t h e 
c h i p s a r e down you s u d d e n l y f i n d a d i f f e r e n t p e r s o n a l i t y 
t o t h e one ypu0 thought was t h e r e . . . I t becomes a v e r y 
i n t i m a t e r e l a t i o n s h i p when somebody i s d y i n g . . . You g e t t o 
know them, t h e i r f a m i l y l i f e , t h e y a s k about y o u r f a m i l y 
l i f e , and i t i s n o t d u s t m e d i c i n e you s e e . " 
Dr. 03 
" I t h i n k i t i s u n f a i r t o t e l l them, s i n c e you have got 
t h e knowledge and t h e y have not . You a r e not r e a l l y t h e r e 
t o d i c t a t e t o them what t h e i r l i v e s a r e g o i n g t o be a f t e r 
a l l . You a r e t h e r e t o put o v e r what knowledge you have 
i n t h e i r i n t e r e s t t o an e x t e n t and t h i s i s what you have 
t r a i n e d f o r . . . You a r e t o a c e r t a i n e x t e n t t h e i r 
i n s t r u m e n t . . . I don't f i n d i t d i f f i c u l t . . . I t h i n k i t i s 
n o t d i f f i c u l t f o r me b e c a u s e o f t h e s o r t o f d o c t o r I am. 
I f i n d some o t h e r t h i n g s much h a r d e r , t h a n t r e a t i n g 
t e r m i n a l l y i l l p e o p l e . T h e r e a r e some h i g h l y t e c h n i c a l 
t h i n g s I f i n d v e r y v e r y much h a r d e r . . . I t i s a l l g o i n g t o 
be a r e l a t i o n s h i p problem i s n ' t i t i f you a r e l o o k i n g 
a f t e r somebody who i s t e r m i n a l l y i l l ? A l o t o f i t i s 
r e l a t i o n s h i p . . . and i t i s «1ust t h e way I am r e a l l y . . . I 
p r e f e r p e o p l e s o r t of w i t h p s y c h i a t r i c o r p s y c h o l o g i c a l 
p r o b l e m s . " 
-5*8-
Appendix 5 
Dr. OH 
"One o f t h e r e a s o n s I ' v e a l w a y s been i n t e r e s t e d i n 
c a n c e r , t h e t r e a t m e n t o f c a n c e r , i s b e c a u s e a g a i n g o i n g 
back t o g e n e r a l p r a c t i c e you s e e so much minor r u b b i s h i n 
g e n e r a l p r a c t i c e . To a c e r t a i n e x t e n t you f e e l t h a t a t 
l e a s t t h e s e p a t i e n t s a r e g e n u i n e l y i l l , and need y o u r 
h e l p . Whereas so many p e o p l e r e a l l y t h e y s h o u l d n ' t be 
coming... i t ' s t r i v i a . I t r y not t o g e t too e m o t i o n a l l y 
i n v o l v e d m y s e l f . One t e n d s t o put them t o t h e back o f 
y o u r mind... you don't s o r t o f d w e l l on t h e m a t t e r , 
w h e t h e r i t went w e l l o r n o t . Most of t h e time I don't 
f e e l too much b e c a u s e one has become immune t o i t o v e r t h e 
y e a r s . I remember when I was a j u n i o r houseman g e t t i n g 
v e r y u p s e t about p e o p l e d y i n g , but you c a n ' t go around 
b e i n g a d o c t o r g e t t i n g u p s e t e v e r y time somebody d i e s . " 
Dr. 05 
"My b e l i e f i s t h a t d e a t h i s n o t a f r i g h t e n i n g t h i n g , and 
t h a t r e l a t i o n s h i p s w i t h r e l a t i v e s and f r i e n d s c a n be i n 
f a c t improved by not w i t h h o l d i n g i n f o r m a t i o n . . . P e o p l e 
l i k e t o know what i s going t o happen, and t h e y can make 
p r e p a r a t i o n s and p l a n s t o do what t h e y w i l l b e f o r e t h e y 
d i e . So I t h i n k t h e d o c t o r has a p a r t t o p l a y h e r e . . . 
Over t h e l a s t few y e a r s I t h i n k I ' v e become f a r l e s s 
f r i g h t e n e d o f emotion and r e c o g n i s e i t has a v e r y p o t e n t 
p a r t t o p l a y i n l i f e . So I t h i n k t h a t i t i s g o i n g t o 
h e i g h t e n t h e q u a l i t y of t h e regaini n g l i f e , one hopes f o r 
a l l of t h e f a m i l y . . . I suppose one t h i n k s o f d i a g n o s i s 
as an i n t e l l e c t u a l p r o c e s s , a/id t h a t ' s a r a t h e r 
u n e m o t i o n a l s o r t of t h i n g . But i t ' s o n l y when you 
a c t u a l l y s t a r t t o p r o j e c t t h a t d i a g n o s i s onto t h e p a t i e n t 
as a i n d i v i d u a l t h a t you t h i n k 'oh god!*... But i t c a n be 
r e w a r d i n g t o o n e s e l f . B e c a u s e p a t i e n t s don't know what t o 
do and t h e y l o o k t o you a s a d o c t o r f o r g u i d a n c e . . . and be 
h e l p f u l i n f a c t i n e n a b l i n g them to d i e w e l l , make t h e 
l a s t few weeks, months w o r t h w h i l e . . . I don't t h i n k I 
would be r e v e a l i n g any t e r r i b l e s e c r e t s i n t h a t 90% o f 
m e d i c i n e t h a t you do w i t h 1 0 % o f y o u r b r a i n , so many 
t h i n g s a r e a u t o m a t i c . T h i s I don't t h i n k s h o u l d come i n t o 
i t , e v e r y o n e you g e t on t e r m i n a l c a r e s h o u l d be someone 
t h a t you t h i n k about and you c a r e f o r . . . I t h i n k i f you 
get c o n c e r n e d and you c a r e , t h a t goes a l o n g way... I make 
no c l a i m s t o have any s p i r i t u a l i n v o l v e m e n t , p e r h a p s t h e y 
j u s t want t o t a l k about i t from t h e s p i r i t u a l s i d e w i t h 
t h e i r p r i e s t . . . I t i s v e r y h a r d sometimes i n a way b e c a u s e 
t h e r e l a t i o n s h i p i s n ' t o n l y d o c t o r / p a t i e n t . . . but I t h i n k 
t h e g e n e r a l p r a c t i t i o n e r has a r o l e t o p l a y h e r e b e c a u s e 
he may have known t h e p a t i e n t f o r some time and h e ' s g o i n g 
to know t h e r e l a t i v e s a w h i l e . . . So h e l p them w i t h f e a r 
l o n e l i n e s s , b e c a u s e t h e y c a n be v e r y l o n e l y d y i n g . . . and 
c o n c e r n o f what i s g o i g t o happen t o t h e p e o p l e t h a t a r e 
l e f t b e h i n d , a s w e l l a s keep them c o m f o r t a b l e i n t h e 
a c t u a l p r o c e s s o f d y i n g . . . So one t a k e s more c a r e . . . one 
t h i n k s more o f t h e e m o t i o n a l a s p e c t s o f what one i s 
d o i n g . . . I am l i k e l y t o t r y h a r d e r t o be n i c e t o p e o p l e 
b e c a u s e I t h i n k t h e y a r e p r o b a b l y u n d e r g o i n g s u f f i c i e n t 
d i s c o m f o r t , e m o t i o n a l and p h y s i c a l . F o r some p h y s i c a l 
-5^9-
Appendix 5 
i l l n e s s e s you can s a y t h i s i s t h e t r e a t m e n t g e t on w i t h 
i t . P e r h a p s i n a way p e o p l e who a r e d y i n g you have t o 
t a i l o r t h i n g s more c a r e f u l l y , i n d i v i d u a l l y , s e e them as 
p e o p l e . I j u s t wondered w h e t h e r l i k e A v i s we t r y h a r d e r 
when t h e y a r e d y i n g r a t h e r t h a n when t h e y a r e l i v i n g . 
T h a t sounds t e r r i b l e d o e s n ' t i t ? . . . M e d i c i n e i s , w e l l 
r a t i o n a l l y t h e number o f d i s e a s e s t h a t we can a c t u a l l y 
a l t e r f o r t h e b e t t e r , t h a t we can a c t u a l l y m o d i f y t h e 
p a t h o l o g i c a l p r o c e s s i s r e l a t i v e l y l i m i t e d . I b e l i e v e a 
d o c t o r ' s work i s t o make l i f e more a l i v e , a s t o l e r a b l e a s 
p o s s i b l e . T h a t i s why I b e l i e v e more and more g e n e r a l 
p r a c t i t i o n e r s w i l l g et i n v o l v e d i n c o u n s e l l i n g and t h i n g s 
s u c h a s t e r m i n a l c a r e . L e g a l l y we're t h e o n l y p e o p l e 
a l l o w e d t o d e a l w i t h a l o t o f t h e drugs t h a t a r e i n v o l v e d 
and I t h i n k t h e y do have a r o l e to p l a y i n d y i n g . But a 
l o t o f t h e c o u n s e l l i n g , t h e s u p p o r t i v e t h i n g s , I don't 
t h i n k i t m a t t e r s two hoots w h e t h e r t h e p e r s o n who i s d y i n g 
f i x e s on t h e d o c t o r o r somebody e l s e . . . A l r i g h t we've got 
to s u p p l y t h e d r u g s . . . a s t o who's th e most i m p o r t a n t one 
to t e l l them, I don't b e l i e v e i t a c t u a l l y m a t t e r s 
p r o v i d i n g t h e p e r s o n who knows, know t h a t t h e y know. And 
t h a t comes back t o us d o c t o r s more o f t e n t h a n n o t . " 
Dr. 06 
" B e c a u s e you don't l i k e g i v i n g a d e a t h s e n t e n c e t o 
somebody and t h a t i s what i t amounts t o i f t h e y a r e 
t e r m i n a l l y i l l . You a r e t e l l i n g them you can not g e t them 
b e t t e r . . . I t ' s an u p s e t t i n g s u b j e c t r e a l l y t o a l l 
c o n c e r n e d , t h e d o c t o r , t h e p a t i e n t , t h e r e l a t i v e s . . . 
L i f e i s v e r y p r e c i o u s . " 
Dr. 07 
"You s h o u l d r e a l l y keep going, do you know what I mean. 
You n e v e r know what i s g o i n g to t u r n up, do you. I mean 
i n m e d i c a l s c i e n c e i t s e l f , so t h a t i t might j u s t f i t t h e 
b i l l f o r t h i s p a r t i c u l a r p a t i e n t so you s h o u l d n ' t g i v e up. 
A l t h o u g h I s uppose h a l f y o u r b r a i n h a s g i v e n up a l r e a d y 
do you know what I mean? I f you've a l r e a d y got them down 
as t e r m i n a l i n y o u r own book, you must s t i l l s o l d i e r on 
w i t h y o u r r o l e a s a d o c t o r t o t h a t p a t i e n t , y e s . And you 
g i v e them e v e r y t h i n g you can. So I'm not one f o r t e l l i n g 
t h e p a t i e n t s t h a t t h e y have got a t e r m i n a l i l l n e s s . " 
Dr. 08 
"My p a t i e n t s a r e p e o p l e . . . I am much h a p p i e r i n a 
c o n s u l t a t i o n w i t h my p a t i e n t s i f t h e y l o v e me o r a r e 
c r y i n g . . . I f t h e y g e t me c r y i n g w i t h them t h a t ' s good 
too, s o i f we h a v e a b u r s t of t e a r s i t ' s not bad... I t ' s 
a t odds w i t h t h e t r a d i t i o n a l v i e w o f t h e d o c t o r , t h e 
a p p l i e d s c i e n t i s t who i s a m e d i c a l man c e r t a i n l y . . . I 
e n j o y t e r m i n a l l y i l l p e o p l e . I e n j o y any s o r t o f i l l n e s s 
t h a t w i l l g e t me c l o s e t o t h e p a t i e n t . I don't r e a l l y 
e n j o y t o n s i l i t u s . I am much more a t home w i t h a c r i s i s . . . 
I f I want t o t r e a t someone I u s e a n o t h e r member o f t h e 
f a m i l y t o do t h i s , i t ' s i n d i r e c t t h e r a p y and I a l l o c a t e 
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t h e r a p e u t i c r o l e s t o d i f f e r e n t f o l k s w i t h o u t them 
r e a l i s i n g i t , I g i v e them my t h e r a p e u t i c r o l e . T h e r f o r e f 
am d e a l i n g a t many d i f e r e n t p l a n e s , a t many d i f f e r e n t 
l o g i c a l t i m e s , w e l l i t i s a m u l t i d i m e n s i o n a l m a t r i x , a 
r u b i c cube o f t h e r a p y . . . The l i n e a r model, t h e m e d i c a l 
model, i s non a p p l i c a b l e . . . b e c a u s e s c i e n t i f i c a l l y I a p p l y 
g e n e r a l s y s t e m s t h e o r y t o e v e r y t h i n g . . . ( I want p a t i e n t s 
t o ) t a k e b a c k some s o r t o f r e s p o n s i b i l t y f o r t h e p r o c e s s 
o f d y i n g , r a t h e r t h a n a b d i c a t i n g e v e r y t h i n g and l y i n g back 
and l e t t i n g e v e r y b o d y e l s e do i t a l l . The problem i s 
making d e a t h a s i m p o r t a n t a s l i v i n g . . . I am a 
p r a c t i s i n g C h r i s t i a n . . . w h i c h means I want them t o know 
of me not a s a foggy t h e r a p i s t , but I am q u i t e p r e p a r e d t o 
get i n v o l v e d . I n f a c t c l a s s i c a l l y t h e d o c t o r o p e r a t e s , I 
suppose, i s t a u g h t t o o p e r a t e by not s h a r i n g h i m s e l f w i t h 
p e o p l e , but by b e i n g a t h e r a p i s t a t a d i s t a n c e . And I 
b e l i e v e i n s h a r i n g m y s e l f . Some o f my p a t i e n t s w i l l come 
a l o n g and s a y I can t a l k t o you, w e l l a s a p a s t o r . They 
l o o k t o me a s t h e l o c a l p r i e s t , b e c a u s e I w i l l l e t them 
and make i t q u i t e o b v i o u s t o them t h a t I am a C h r i s t i a n . 
I s u p p o s e what I am s a y i n g i s t h a t I o p e r a t e a t a l e v e l o f 
c o m p l e t e n e s s and my C h r i s t i a n f a i t h i s not an u n c o m i t t e d 
f a i t h . I f God s a y s he h e a l s , w e l l he h e a l s . . . We u s e not 
o n l y t h e r a p y , but we do u s e t h e d o c t o r as t h e d r u g . " 
Dr. 09 
"You s e e t e r m i n a l d o e s n ' t n e c e s s a r i l y mean i n my book 
s t o p p i n g t r e a t m e n t . A p a t i e n t may be t e r m i n a l but I would 
s t i l l a s k t h e r a d i o t h e r a p y department t o s h o o t some r a y s 
a t i t . But you wouldn't be p u r s u i n g t h e s o r t o f 
chemotherapy w h i c h may make them i l l . . . W e ' l l go on 
t r e a t i n g i t , i f i t r e c u r - s w e ' l l t r e a t i t a g a i n . T h a t ' s 
t h e way I do i t so t h a t t h e y don't t h i n k t h a t i t ' s d u s t 
b e i n g s t o p p e d . . . I ' d r a t h e r t e l l a l i e t o l e t them t h i n k 
t h a t you a r e d o i n g something c o n s t r u c t i v e . . . Even i f i t 
were d u s t a p l a c e b o , knowing t h a t i t was not g o i n g t o do 
any good, but i t won't do him any harm and he may f e e l 
t h a t I am d o i n g something c o n s t r u c t i v e . . . You c a n ' t c u r e 
t h e p a t i e n t but i t s t o p s e v e r y o n e b e i n g t e r r i b l y u p s e t . . . 
I t h i n k i t ' s our j o b . " 
Dr. 10 
" I n some d i s e a s e s you a r e r e a l l y happy, t h a t you a r e 
g o i n g t o do so m e t h i n g f o r t h e p a t i e n t . But I f e e l s o r r y 
b e c a u s e we know t h e p a t i e n t from t h e b e g i n n i n g you know, 
i t must be i n t h e s i t u a t i o n , sometimes you know t h a t t h i s 
o t h e r p a t i e n t i s g o i n g t o d i e i n a way. I s e e i t i n f r o n t 
o f my e y e s and t h e o n l y way I c a n h e l p i s t o g i v e t h e 
p a t i e n t some a n a l g e s i c s o r n a r c o t i c s t o knock t h e p a i n 
o u t . But t h e r i s n o t h i n g I c a n do by way o f you know 
c u r a t i v e t r e a t m e n t and w e l l you f e e l s o r r y about t h a t and 
i t i s s o r t o f u n s a t i s f a c t o r y . . . I t i s d i f f e r e n t from 
t r e a t i n g t h e o t h e r s o r t s of d i s e a s e s . I t i s not t r e a t m e n t 
o f t h e p a i n o r symptoms o r t h e d i s e a s e a l o n e , but 
t r e a t m e n t o f t h e whole f a m i l y . And t h e p a t i e n t i s g o i n g 
t o d i e , s o I f e e l t h e r e i s a l o t o f e m o t i o n a l t h i n g s , you 
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know a t t a c h e d t o t h i s t y p e o f t r e a t m e n t o f t h e t e r m i n a l l y 
i l l p a t i e n t . I t i s not l i k e o t h e r c a s e s where you can go 
i n , s e e t h e t h r o a t o r w h a t e v e r , w r i t e a p e r s c r i p t i o n and 
come ou t and f o r g e t about t h e p a t i e n t b e c a u s e you know t h e 
p a t i e n t w i l l be a l r i g h t . But not i n t h i s s o r t o f c a s e , 
you have t o s i t and t a l k and spend t i m e . . . But i t i s 
s a t i s f y i n g , I don't want t o be c a l l e d out f o r a headache, 
I would r a t h e r be c a l l e d out f o r a t e r m i n a l c a s e . . . They 
become my f r i e n d s a c t u a l l y , w i t h o u t r e a l i s i n g i t I move 
c l o s e r t o them... So i t i s a d e d i c a t e d work and you 
s h o u l d u n d e r s t a n d about t h e agony t h e p a t i e n t i s 
u n d e r g o i n g . . . As a d o c t o r we l o o k a t t h e i l l n e s s e s a l l 
t h e same, but when we s e e t h e t e r m i n a l c a n c e r c o n d i t i o n , 
we s e e t h e p a t i e n t as w e l l . " 
Dr. 10 
"A l o t o f p e o p l e s a y t h e y don't l i k e i t b e c a u s e i t ' s a 
f a i l u r e o f m e d i c a l s c i e n c e , but I don't r e a l l y t h i n k o f i t 
t h a t way r e a l l y . I'm more i n c l i n e d t o t h i n k o f i t from 
t h e p e r s o n a l p o i n t o f view o f what t h e p a t i e n t ' s r e a c t i o n 
i s g o i n g t o be... I f e e l s o r r y , but not i n a d e e p l y 
p e r s o n a l s o r t o f way, you know how can you b e ? . . R e a l l y I 
don't f e e l a g r e a t d e a l , u n l e s s i t ' s somebody I know 
p a r t i c u l a r l y w e l l , who i s a l s o a p a t i e n t . T h a t sounds 
h e a r t l e s s b ut you c a n ' t f e e l s o r r y i n a committed way i n 
g e n e r a l p r a c t i c e , we'd go round t h e bend, we c o u l d n ' t 
cope. You c a n ' t g e t d e e p l y p e r s o n a l l y i n v o l v e d w i t h 
p a t i e n t s b e c a u s e i f you a r e not d e t a c h e d you don't do y o u r 
j o b p r o p e r l y . I mean i f you t r e a t e d e v e r y b o d y who was 
g o i n g t o d i e l i k e you'd t r e a t y o u r f r i e n d s you w o u l d n ' t 
l a s t would you. So you have got t o be d e t a c h e d . . . I t ' s a 
b i t d e p r e s s i n g , but I don't f i n d i t a l l t h a t d i f f i c u l t , 
b e c a u s e i t a c h i e v e s a w o r t h w i l e o b j e c t on t h e whole... i f 
you d e a l w i t h t h e i r m e d i c a t i o n so t h a t t h e y a r e r e a s o n a b l y 
c o m f o r t a b l e , t h a t ' s v e r y u s e f u l . T h e r e f o r e i t h a s a 
s a t i s f a c t i o n about i t b e c a u s e a l o t o f what you do i n 
g e n e r a l p r a c t i c e i s not s a t i s f y i n g . . . K i d s w i t h c o l d s and 
t h i n g s . , t h e y don't even need a d o c t o r r e a l l y , t h a t ' s 
f r u s t r a t i n g . But you a r e d o i n g s o m e t h i n g w o r t h w h i l e even 
i f a l l you can do i s improve somebody's l a s t d a y s . " 
Dr. 12 
" T h e r e ' s a p r oblem i f t h e y l o s e f a i t h i n you, so I t h i n k 
t h a t i f t h e y knw t h a t you c a n ' t wave a magic wand and make 
them b e t t e r , Then t h e y v a l u e y o u r a p p r o a c h and g u i d a n c e 
more... But my j o b s to t r y and make them b e t t e r . I 
suppose I f e e l t h a t somewhere a l o n g t h e l i n e t h e y ' v e 
f a i l e d t h e m s e l v e s by t h e h a b i t s t h e y have t a k e n up, o r 
we've f a i l e d them by not s p o t t i n g s o m e t h i n g s o o n e r . . . 
(One) w o r r i e s p a t i e n t s w i l l a s k us t o work a m i r a c l e f o r 
them and we h a v e n ' t got one. No p e r h a p s i t ' s a d e e p e r 
down i n s t i n c t t h a t we c a n ' t come up w i t h t h e goods t h i s 
t i m e . I suppose t h a t i s t h e b a s i c f e e l i n g t h a t makes me 
u n c o m f o r t a b l e . . . A l s o t h e r e i s a b i t more emotion 
i you have been s e e i n g them more o f t e n , . You 
them and you know v e r y w e l l y o u ' l l be coming 
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out to s e e them dead sometime. E a r l i e r ( i n my c a r e e r ) I 
p e r h a p s used t o s e t more e m o t i o n a l l y i n v o l v e d and mention 
i t a t home t o my w i f e and s t a r t t o l o o k down and get 
grumpy. , f 
Dr. 13 
"So I would f i n d i t v e r y h a r d t e l l i n g p a t i e n t s t h a t t h e y 
had s o m e t h i n g f o r w h i c h modern m e d i c a l s c i e n c e c o u l d n ' t 
o f f e r a c u r e . . . I presume I s t a r t e d o f f w i t h t h e most-
i d e a l e x p e c t a t i o n s of m e d i c i n e . p e r h a p s f a l s e 
e x p e c t a t i o n s o f m e d i c i n e , t h i n k i n g I ' d go v r o u n d 
l i t e r a l l y a d m i n i s t e r i n g h e a l i n g and c u r i n g and t h a t k i n d 
of t h i n g . The r e a l i t y i s a l i t t l e d i f f e r e n t and i t ' s 
a l w a y s d i s a p p o i n t e d me a b i t , e s p e c i a l l y a t f i r s t , p e o p l e 
used t o have c o n d i t i o n s t h a t I c o u l d n ' t i n t e r v e n e i n . I t 
s t i l l does d i s a p p o i n t me to some e x t e n t , but not n e a r l y a s 
much a s i t d i d . I presume t h e l a c k of p r o s p e c t s f o r 
p o s i t i v e i n t e r v e n t i o n used t o d i s t r e s s me a b i t , I'm not 
s u r e why I d u s t don't l i k e i t . " 
Drlfr 
"The w o r s t p a r t f o r me i s g e t t i n g a t t a c h e d to p a t i e n t s 
and t h e n d i s c o v e r i n g t h a t t h e y have got s o m e t h i n g 
t e r m i n a l . T h a t ' s t h e w o r s t p a r t t h e d i s c o v e r y , t h a t 
somebody t h a t you p e r h a p s g e t on w e l l w i t h a s a f e l l o w 
human b e i n g , you l i k e them a s a p a t i e n t , i t ' s d e p r e s s i n g . 
You might f i n d d i a g n o s i s a s a t i s f y i n g p a r t o f m e d i c i n e , 
but i t i s not when you come up w i t h something n a s t y , when 
you know t h e p a t i e n t . I t i s d i f f e r e n t i n h o s p i t a l s , 
b e c a u s e you don't know them, wh e r e a s i n g e n e r a l p r a c t i c e 
you do. You know t h e f a m i l y , you p r o b a b l y know a l o t 
about them, t h e n you d i s c o v e r t h a t somebody you have been 
s e e i n g f o r y e a r s has i n f a c t got c a n c e r , t h a t i s t h e w o r s t 
p a r t . . . I f i n d you have t o be q u i t e o b j e c t i v e and 
d e t a c h e d about i t you c a n ' t g e t t o t a l l y i n v o l v e d i n t h e 
s e n s e o f e m o t i o n a l l y i n v o l v e d a s you would w i t h s a y a 
c l o s e r e l a t i v e . O t h e r w i s e , I don't t h i n k you would s u r v i v e 
t h e dob, you would c r a c k up. I t h i n k you've got t o g e t , 
what i s t h e word, a s o r t o f d e t a c h e d , d i s t a n t a l m o s t 
h y s t e r i c a l , a ' b e l l e i n d i f f e r e n c e * ( s i c ) . . . You've got t o 
have t h e empathy I t h i n k . . . You've got t o r e m a i n 
d e t a c h e d , o r you don't s l e e p a t n i g h t s , then you would not 
manage t h e dob. One a c c e p t s t h a t a f t e r d o i n g t h e dob f o r 
a w h i l e , t h a t he i s g o i n g t o d i e anyway. I mean t h i s i s 
t h e t h i n g , i t d u s t happens t o be t h i s i l l n e s s t h a t i s 
g o i n g t o k i l l him. You have got t o make i t a s c o m f o r t a b l e 
as you can f o r them, b e c a u s e t h e r e ' s n o t h i n g m i r a c u l o u s 
about any o f i t , m e d i c i n e , i t ' s a l l v e r y r e a l . So you've 
o t t o be f a i r l y c o o l about i t . . . I t u p s e t s me t o t h i n k 
t h e y a r e g o i n g t o s u f f e r and you know I don't r e a l l y want 
them t o d i e , even though I a c c e p t t h a t i t ' s i n e v i t a b l e . 
You become more o r l e s s c o n d i t i o n e d t o i t . . . P e r h a p s I 
want t o be u p s e t e v e r y time, but I don't t h i n k I c o u l d 
t a k e i t . I have t o s u r v i v e so I c o n d i t i o n m y s e l f , I have 
h a t I am not u p s e t e v e r y time, o t h e r w i s e I 
ack up. So i n a way I'm p r o t e c t i n g 
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m y s e l f , t h e r e i s a l o t o f t h a t i n t h e j o b , p r o t e c t i n g 
y o u r s e l f . . . I t i s more demanding t h a n t r e a t i n g o r d i n a r y 
p e o p l e , but i t i s something I r a t h e r l i k e . . . T h e r e a r e 
c e r t a i n s i t u a t i o n s m e d i c a l l y where you have to d e v o t e y o u r 
time t o them, I mean t h e y a r e top o f t h e l i s t o f 
p r i o r i t i e s . And t e r m i n a l i l l n e s s i s one o f them f o r a 
g e n e r a l p r a c t i t i o n e r , i n my o p i n i o n . . . I t h i n k t h e n a t u r e 
o f t h e i l l n e s s c h a n g e s my f e e l i n g s about them as a p e r s o n . 
I t ' s i n e v i t a b l e b e c a u s e o f i t b e i n g a t e r m i n a l i l l n e s s and 
t h e n a t u r e o f t h e i n v o l v e m e n t between d o c t o r and p a t i e n t . 
I t makes me c l o s e r t o them so I g e t to know them a s p e o p l e 
p e r h a p s b e t t e r t h a n I get t o know o t h e r p a t i e n t s . I t can 
be d i f f i c u l t t o cope w i t h . " 
Dr. 15 
" I s u p pose i t l a r g e l y depends on t h e age o f the p a t i e n t . 
I mean I f e e l p r e t t y d e p r e s s e d t h a t I'm r i g h t o v e r t h i s 
s o r t o f t h i n g ( t h e p r i m a r y d i a g n o s i s ) . I f e e l i t a f l i c t s 
me d e e p l y , but I mean I hope I have a c e r t a i n p r o f e s s i o n a l 
detachment t o be a b l e t o cope w i t h i t . I t h i n k i t i s 
d i f f i c u l t t o d e a l w i t h day by day... i t ' s e m o t i o n a l l y 
d r a i n i n g . . . b e c a u s e i t ' s not d u s t t h e s o r t o f c a s e where 
you r u s h i n t o t h e house and s a y F r e d has got m e a s l e s o r 
t h i s o r t h a t , t a k e t h i s and g e t on w i t h i t . . . You c a n ' t 
h e l p but have sympathy f o r someone you know i s d y i n g . . . 
i t a f f e c t s me. 1 t r y t o s o r t out a l l t h a t can be done i n 
terms o f home h e l p s , meals on w h e e l s o r w h a t e v e r . . . h e l p 
them t o f a c e t h e r e a l d i f f i c u l t i e s o f l i v i n g . . . But I 
mean one does i t w i l l i n g l y . I t h i n k i t i s v e r y much p a r t 
o f a g.p.'s r o l e . I t ' s d i f f i c u l t a f t e r 20 y e a r s o f b e i n g 
a d o c t o r t o u n t h i n k y o u r s e l f from m e d i c a l knowledge you 
know t h a t i s p a r t o f t h e t r o u b l e . " 
Dr. 16 
" B a s i c a l l y p e o p l e have a r i g h t t o know what i s h a p p e n i n g 
to them... so t h a t t h e y can p l a n what t h e y w i s h t o do w i t h 
t h e t i m e t h e y ' v e g o t . . . . I f i n d i t t e r r i b l y d i f f i c u l t 
though, and i n term s of s h y i n g away from t e l l i n g , p o s s i b l y 
a l i t t l e t r a i n i n g (would h e l p ) , b e c a u s e w e l l t h e r e ' s a 
l a c k o f i t . I t p r o b a b l y has a l t e r e d c o n s i d e r a b l y s i n c e I 
q u a l i f i e d . I t h i n k t h i n g s have changed s i n c e I was i n 
h o s p i t a l s , b u t t h e y do t h i n g s d i f f e r e n t l y i n h o s p i t a l s . 
O b v i o u s l y t h e r e ' s more p e r s o n a l m e d i c i n e i n g e n e r a l 
p r a c t i c e , and y o u ' r e d e a l i n g w i t h t h e whole p e r s o n , w e l l 
t h e whole f a m i l y , when i t ' s t e r m i n a l . . . I t h i n k t h e 
b a s i c t h i n g i s , I b e l i e v e t h a t t h e p e r s o n s h o u l d be i n 
c o n t r o l o f t h e i r d e s t i n y , and t h e y c a n ' t do t h a t i f some 
v e r y i m p o r t a n t i n f o r m a t i o n i s b e i n g w i t h h e l d from them... 
I t c a n be one o f t h e most d i f f i c u l t a s p e c t s i n p u r e l y 
m e d i c a l t e r m s . " 
Dr. 17 
" I s u p p o s e you'd have t o b r e a k them down and c a l l them 
m e d i c a l p r o b l e m s , s o r t o f s o c i a l and f a m i l y p r o b l e m s 
r e a l l y , and t h e y a r e e n t i r e l y s e p a r a t e . . . C o n s i d e r i n g you 
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c a n ' t c u r e t h e c a u s e , a l l you can do i s t a k e c a r e o f any 
p h y s i c a l needs t h e y may have, d i s c o m f o r t p h y s i c a l 
d i s c o m f o r t . And t h e n t h e r e a r e t h e u s u a l t h i n g s l i k e 
h e l p i n g t h e f a m i l y cope, and a p a r t from n u r s i n g c a r e t h i s 
s o r t o f t h i n g i s n ' t r e a l l y my p r o v i n c e . . . You c e r t a i n l y 
t r e a t them d i f f e r e n t l y i f t h e y a r e d y i n g . Sometimes I 
f i n d i t f r u s t r a t i n g , I t h i n k p o s s i b l y b e c a u s e you c a n ' t dc 
a g r e a t d e a l f o r them e x c e p t make them c o m f o r t a b l e . You 
do y o u r b e s t t o make s u r e t h e y a r e c o m f o r t a b l e . " 
Dr. 18 
"A p e r s o n i s not i n t e r e s t e d i n what he's got, what he 
wants i s a c u r e . But h e r e i s an u n f o r t u n a t e t h i n g b e c a u s e 
we c a n ' t c u r e i t . 
Dr. 19 
"The b e t t e r s o r t o f r e l a t i o n s h i p t o have r a t h e r t han t h e 
f o r m a l d o c t o r p a t i e n t r e l a t i o n s h i p i s more o f a 
f r i e n d s h i p , when t h e y a c c e p t you a s a f r i e n d who happens 
to be a d o c t o r , who can t r e a t t h e i r p a i n o r h e l p t h e i r 
symptoms r a t h e r t han t h e s t r a i g h t f o r w a r d d o c t o r 
r e l a t i o n s h i p . And t h a t ' s what I aim f o r I t h i n k . . . 
T h e r e ' s no r e a l r e a s o n why you s h o u l d , but m e n t a l l y you 
t e n d t o t r e a t them s i g h t l y d i f f e r e n t l y . . . The 
r e l a t i o n s h i p I b u i l d up w i t h them i s c l o s e r t h a n w i t h 
normal p a t i e n t s . And i n t h a t way a s I s a y you a r e more o f 
a f r i e n d who happens t o be a d o c t o r , r a t h e r t h a n a 
d o c t o r . I n t h a t way you h a n d l e them and you t a l k t o them 
i s d i f f e r e n t t o how you h a n d l e and t a l k t o o t h e r 
p a t i e n t s . . . You know you c a n ' t c u r e them, so what you 
have got t o do i s make t h e i r l i v e s b e t t e r . So I d e v e l o p 
a c l o s e r r e l a t i o n s h i p w i t h t h e p a t i e n t , t h a n I had 
b e f o r e h a n d i n o r d e r t o t e l l them t h e i r d i a g n o s i s and 
d i s c u s s w i t h them t h e way we're g o i n g to manage t h e i r 
t e r m i n a l i l l n e s s and t h a t i s b a s i c a l l y how I h a n d l e 
t e r m i n a l i l l n e s s . Sometimes you c a n ' t do t h a t , but t h a t ' s 
t h e aim and t o keep them c o m f o r t a b l e . . . Sometimes 
m e d i c i n e does not do them any good, but you s e e them 
r e g u l a r l y f o r m e d i c a t i o n , m o s t l y f o r p a i n , and f o r 
a d v i c e . " 
Dr. 20 
" W e l l we a r e a t a s t a g e a t which nobody can do a n y t h i n g 
but l a t e r on we might be a b l e t o do something... I f e e l 
u p s e t and my a t t i t u d e s change c o m p l e t e l y towards them. I 
f e e l a n y t h i n g t h e y a s k f o r I w i l l d u s t g e t . . . No you l i v e 
w i t h them, we s u f f e r w i t h them when we f i n d t h a t t h e y a r e 
d y i n g and we can not do a n y t h i n g . " (He a l s o r e g u l a r l y 
a r r a n g e s f o r p a t i e n t s t o be a d m i t t e d i n t o h o s p i t a l ) " t o 
show them t h a t we a r e not n e g l e c t i n g them, on t h e whole, 
i f you don't send them i n t o h o s p i t a l and t h e y have 
s o m e t h i n g s e r i o u s l y wrong, t h e y would s a y d o c t o r you 
h a v e n ' t s e n t me i n t o h o s p i t a l , and t h e y t h i n k I am not 
d o i n g my dob. And t h a t i s why I make u s e o f t h e h o s p i t a l , 
t h e y c a n ' t do a n y t h i n g . The o t h e r r e a s o n i s b e c a u s e o f 
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p a i n and change o f atmosphere... T e l l me i s what I do 
wrong?" 
Dr. 21 
" I don't t h i n k I f i n d i t d i f f i c u l t . I t h i n k i t i s p a r t 
o f t h e j o b and I t h i n k I g e t on and do i t , when I am i n 
f u l l c o n t r o l and have knowledge o f a l l t h e f a c t s . . . I t 
depends i n some c a s e s on how w e l l you know them. Some 
p a t i e n t s you seem to have a b e t t e r r a p p o r t w i t h and you 
seem to s h a r e t h e i r i l l n e s s much b e t t e r t h a n o t h e r s . I 
suppose t h a t ' s i n e v i t a b l e . The f a c t i s t h a t we're a l l 
human... Even i f one hopes t h a t t h e y ' l l get b e t t e r , I 
t h i n k t h a t one has e x a c t l y t h e same t h i n g i f somebody's 
had a s e v e r e h e a r t a t t a c k , t h e y may g e t b e t t e r . . . I 
s u p pose we don't know w i t h c e r t a i n i l l n e s s e s w h e t h e r we 
a r e g o i n g t o c u r e them, but i n v a r i a b l y we t r y . " 
Dr. 22 
" R e c e n t l y I had two c a s e s o f o v a r i a n tumours w h i c h both 
d i e d . And I f e e l a n g e r and f r u s t r a t i o n t h e r e b e c a u s e we 
c a n ' t s o r t o f d e t e c t t h e s e t h i n g s e a r l y enough t o do 
a n y t h i n g and t h a t ' s t h e main problem w i t h t h i s 
s i t u a t i o n . . . I was r e l i e v e d when she d i e d , i n f a c t I was 
p l e a s e d , not r e l i e v e d . I was g e t t i n g a b i t rough m y s e l f 
s e e i n g t h i s poor woman and not r e a l l y b e i n g a b l e to h e l p 
much... b e c a u s e I f e l t so h e l p l e s s . I had v a r i o u s 
c o n s u l t a n t s t o s e e h e r . . . but no m a t t e r what you d i d f o r 
h e r you j u s t c o u l d n ' t h e l p . . . So I f e l t f r u s t r a t i o n 
t o w a r d s t h e m e d i c a l p r o f e s s i o n f o r not d e v i s i n g some s o r t 
o f t e s t w h i c h would d e t e c t t h e s e problems e a r l i e r , so t h a t 
by t h e t i m e i t i s found i t i s n ' t so f a r s p r e a d t h a t t h e 
p r o g n o s i s i s o b v i o u s l y not good, t h e r e ' s n o t h i n g we can 
do. 
C o r r o b o r a t i v e e v i d e n c e : A n a l y s i s of p a t i e n t 
i n t e r v i e w s , c o n s u l t a t i o n q u e s t i o n n a i r e s and v i d e o 
r e c o r d i n g s . 
As r e p o r t e d i n C h a p t e r 9, o n l y 10 t e r m i n a l l y i l l p a t i e n t s 
were s u c c e s s f u l l y i n t e r v i e w e d and a t o t a l of o n l y 22 
i n t e r v i e w s c a r r i e d out w i t h t e r m i n a l p a t i e n t s d u r i n g t h e 
s e c o n d s t u d y . B e c a u s e o f t h e s m a l l number o f t e r m i n a l 
p a t i e n t i n t e r v i e w s c a r r i e d o u t , t h e y can not m e a n i n g f u l l y 
be s u b j e c t e d to a s t a t i s t i c a l a n a l y s i s a l o n g t h e l i n e s 
i n i t i a l l y c o n c e i v e d ( C h a p t e r 8 ) . However t h e s e i n t e r v i e w s 
a r e t o some e x t e n t u s e f u l f o r t h e a d d i t i o n a l l i g h t t h e y 
shed on t h e a n a l y s i s o f g.p. i n t e r v i e w s a n a l y s e d i n 
C h a p t e r s 9 and 10. A c h a r a c t e r i s t i c f e a t u r e of t h e t h e 
p a t i e n t s * a c c o u n t s i s t h a t t h e y were h i g h l y c o h e r e n t and 
c o n s i s t e n t . The s e c o n d o u t s t a n d i n g f e a t u r e o f t h e 
p a t i e n t s ' a c c o u n t s i s t h e d e g r e e t o w h i c h t h e y c o r r o b o r a t e 
t h e a c c o u n t s o f t h e g.p.s and t h e a n a l y s i s we have 
p r o f f e r e d . A c a r e f u l s e a r c h o f t h e p a t i e n t i n t e r v i e w s 
was c a r r i e d out i n an a t t e m p t to i d e n t i f y s t a t e m e n t s w h i c h 
c o n t r a d i c t e d t h e g.p.s* a c c o u n t s o f how t h e y h a n d l e d t h e 
i n d i v i d u a l c a s e s , a s r e p o r t e d d u r i n g t h e c a s e h i s t o r y 
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i n t e r v i e w s , o r c o n t r a d i c t o r y t o t h e g e n e r a l p o l i c i e s and 
a b s t r a c t i o n s v i s a v i s t e r m i n a l c a r e e x p r e s s e d by t h e 
g.p.s d u r i n g t h e i r f i r s t i n t e r v i e w . T h i s s e a r c h f a i l e d t o 
i d e n t i f y any m e a n i n g f u l l y c o n t r a d i c t o r y e v i d e n c e . O n l y 
minor a s p e c t s o f p a t i e n t s a c c o u n t s d e v i a t e d from t h o s e o f 
t h e g.p.s, s l i g h t d i f f e r e n c e s i n t r a i n s o f e v e n t s , d a t e s 
and t h e l i k e a c c o u n t i n g f o r t h e m a j o r i t y o f t h e s e . 
A l t h o u g h t h e r e were c l e a r examples of d i f f e r e n c e s i n t h e 
p e r s p e c t i v e s o f g.p.s and p a t i e n t s a s to the meaning o f 
s i g n s , symptoms e t c . t h e s e were not i n c o n s i s t e n t w i t h 
t h e g.p.s a c c o u n t s s i n c e t h e s e d i f f e r e n c e s were o f t e n 
r e c o g n i s e d and commented upon by t h e g.p.s. What i s more 
such d i f f e r e n c e s were o f t e n a l s o r e c o g n i s e d a s h i s t o r i c a l 
e n t i t i e s by t h e p a t i e n t s t h e m s e l v e s , who s a i d t h i n g s 
a l o n g t h e l i n e s o f " I d i d n ' t r e a l i s e how s e r i o u s t h a t was 
a t t h e t i m e , but now I suppose I s h o u l d have known". 
I n so f a r a s t h e y go t h e c o n s u l t a t i o n q u e s t i o n n a i r e s 
c o m p l e t e d by g.p.s and p a t i e n t s a r e c o m p l e t e l y c o n s i s t e n t 
w i t h t h e a c c o u n t s o f f e r e d by both p a r t i e s o f t h e i r 
i n t e r a c t i o n s . However, a g a i n b e c a u s e o f t h e s m a l l number 
of p a t i e n t s i n v o l v e d i n t h e s t u d y l i t t l e o f v a l u e can be 
g l e a n e d from them. T h i s problem i s f u r t h e r e x a c e r b a t e d by 
t h e ways i n w h i c h q u e s t i o n n a i r e s were completed. Both 
g.p.s and p a t i e n t s tended t o be somewhat vague i n t h e i r 
d e s c r i p t i o n s o f what was s a i d and done d u r i n g t h e 
c o n s u l t a t i o n , t h e former i n p a r t i c u l a r c o m p l e t i n g 
q u e s t i o n n a i r e s i n l i t t l e more t h a n s h o r t h a n d n o t e s . Thus 
a t y p i c a l r e s p o n s e t o t h e q u e s t i o n c o n c e r n i n g what ( i f 
any) new i n f o r m a t i o n was g i v e n t o t h e p a t i e n t a r e t h e two 
words " s e r i o u s p a t h o l o g y " w r i t t e n by one g.p.. Thus 
a l t h o u g h o t h e r r e s e a r c h e r s have used t h e c o n s u l t a t i o n 
q u e s t i o n n a i r e t e c h n i q u e to r e p o r t e d l y good e f f e c t ( R u s s e l l 
e t a l , 1 9 8 4 ) , we can o n l y c o n c l u d e t h a t t h i s a s p e c t o f t h e 
s t u d y d e s i g n was a f a i l u r e , a l t h o u g h h o l d i n g out t h e hope 
t h a t i f g r e a t e r numbers o f p a t i e n t s and t h e i r 
c o n s u l t a t i o n s ^ o e e n f o r t h c o m i n g s t a t i s t i c a l a n a l y s i s of t h e 
L i k e r t - s c a l e i t e m s would have been p r o d u c t i v e . 
F i n a l l y t o c o n s i d e r t h e v i d e o - r e c o r d i n g o f c o n s u l t a t i o n s . 
As f a r a s i t i s p o s s i b l e t o a s c e r t a i n from t h e v i d e o s t h e 
b e h a v i o u r s o f t h e g.p.s conform s u b s t a t i a l l y t o t h e 
a c c o u n t s t h e y gave o f t h e i r i n t e r a c t i o n s w i t h t e r m i n a l 
p a t i e n t s . T a c t i c s s u c h a s p r o m p t i n g q u e s t i o n s , and u s i n g 
u n c e r t a i n t y weer c l e a r l y d i s c e r n i b l e . I n t h e c a s e o f t h e 
one p a t i e n t who was v i d e o e d on more t h a n one o c c a s i o n t h e 
g.p.s s t r a t e g i c a p p r o a c h i s c o n f i r m e d . E a r l y d u r i n g t h e 
s e r i e s o f c o n s u l t a t i o n s he i s more r e t i c e n t t h a n d u r i n g a 
l a t e r c o n s u l t a t i o n . 
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Note 3.01 Compare H e i s s ( 1 9 8 1 ) w i t h B i d d l e ( 1 9 7 9 ) on 
t h e meaning o f t h e r o l e c o n c e p t . 
" . . . i t i s p r e f e r a b l e to d e f i n e r o l e a s e x p e c t a t i o n s 
r a t h e r t h a n a s b e h a v i o r . The u l t i m a t e dependant 
v a r i a b l e i n s o c i a l - p s y c h o l o g i c a l t h e o r y i s s o c i a l 
b e h a v i o r , and i f r o l e s r e f e r to a c t u a l b e h a v i o r t h e r e 
would be l i t t l e f o r r o l e s to e x p l a i n . Thus, f o r me, 
a r o l e i s a s e t of e x p e c t a t i o n s i n t h e s e n s e t h a t i t 
i s what one s h o u l d do." 
( H e i s s , 1981; p.95) 
"...we now d e f i n e a r o l e t o be t h o s e b e h a v i o r s 
c h a r a c t e r i s t i c o f one o r more p e r s o n s i n a c o n t e x t . . . 
R o l e s a r e b e h a v i o r a l . I n v o l v e d i n t h e d e f i n i t i o n o f 
r o l e a r e o n l y t h o s e o v e r t a c t i o n s o r p e r f o r m a n c e s t h a t 
may be o b s e r v e d and t h a t c h a r a c t e r i z e t h e p e r s o n s 
o b s e r v e d . " 
( B i d d l e , 1979; p.58) 
Note H.01 " C a n c e r " i s used h e r e i n t h e same way a s i t i s 
u s e d f o r r e g i s t r a t i o n p u r p o s e s and t h u s i n c l u d e s a l l 
m a l i g n a n t neoplasms c l a s s i f i e d i n t h e I n t e r n a t i o n a l 
C l a s s i f i c a t i o n o f D i s e a s e s a s ICD codes 140-208 p l u s 
c e r t a i n o t h e r s o r t s o f c o n d i t i o n s ( s e e Acheson, 
1 9 8 0 ) . 
Note 6.01 The main q u o t a t i o n s ( i n d e n t e d t e x t ) a r e numbered 
f o r e a s y r e f e r e n c e w i t h i n t h e t e x t . The p a t i e n t number 
or d o c t o r i d e n t i f i e r i s g i v e n i n e a c h c a s e . F o r g.p. 
i n t e r v i e w s w h e t h e r t h e q u o t a t i o n comes from t h e f i r s t o r 
s e c o n d ( c a s e h i s t o r y ) i n t e r v i e w i s i n d i c a t e d by a p pending 
" i " o r " i i " t o t h e d o c t o r i d e n t i f i e r r e s p e c t i v e l y . On a 
number o f o c c a s i o n s t h e s p o u s e s o f p a t i e n t s a r e quoted. 
They a r e i d e n t i f i e d a s " S p . + p a t i e n t number". " I n t . " r e f e r s 
t o t h e i n t e r v i e w e r ( C J T ) . A l l p r o p e r names us e d have 
been changed. The p a r t n e r s o f t h e U g.p.s have been g i v e n 
surnames w h i c h a r e c o l o u r terms ( e . g . Dr B l a c k ) . O t h e r 
p e r s o n s ( e . g . c o n s u l t a n t s ) have been g i v e n pseudonyms 
c h o s e n i n s u c h a way a s t o d i s g u i s e but r e f l e c t 
e s s e n t i a l c h a r a c t e r i s t i c s o f t h e o r i g i n a l surname. Where 
n e c e s s a r y r e l a t i o n s h i p s between p e r s o n s a r e c l a r i f i e d . 
N o n - v e r b a l components of q u o t a t i o n s The q u o t a t i o n s a r e 
c u l l e d from v e r b a t i m t r a n s c r i p t s . I n t h e o r i g i n a l 
i n t e r v i e w t r a n s c r i p t s a l l p ause f i l l e r s , p a r t word 
h e s i t a t i o n s , g r a m m a t i a l e r r o r s , f a l s e s t a r t s e t c . were 
r e p r o d u c e d from t h e a u d i o - r e c o r d i n g s . Where n e c e s s a r y 
t h e p h o n e t i c f e a t u r e s of what was s a i d were r e p r e s e n t e d 
by t h e t r a n s c r i b e r s . I n t h e q u o t a t i o n s p r e s e n t e d 
s e m a n t i c a l l y r e d u n d a n t pause f i l l e r s have been removed. 
Pause f i l l e r s have been r e t a i n e d where t h e y a p p e a r 
s i g n i f i c a n t e i t h e r b e c a u s e t h e y modify t h e message o r 
b e c a u s e t h e y i n d i c a t e s o mething about t h e s t a t e o f t h e 
i n f o r m a n t . Q u o t a t i o n s have been p u n c t u a t e d i n s u c h a way 
as t o r e f l e c t t h e p a u s e s o f i n f o r m a n t s and t h u s do not 
a l w a y s conform t o t h e u s u a l r u l e s . S i n c e s p e a k e r s a r e 
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seldom g r a m m a t i c a l and o f t e n depend h e a v i l y on c o n t e x t t o 
c l a r i f y meaning, t h e q u o t a t i o n s have been a n n o t a t e d and 
o c c a s i o n n a l l y g r a m m a t i c a l l y c o r r e c t e d i n o r d e r t o t r a n s f e r 
t h e i r meaning t o t h e w r i t t e n medium. W h i l e c a r r y i n g out 
t h e q u a l i t a t i v e a n a l y s i s o f t h e i n t e r v i e w t r a n s c r i p t s t h e 
a u t h o r c h e c k e d r e l e v a n t s e c t i o n s of t h e o r i g i n a l 
a u d i o - r e c o r d i n g s t o e n s u r e t h a t v o c a l n o n - v e r b a l f e a t u r e s 
d i d not m o d i f y t h e v e r b a l message. A l l ambiguous 
e x e m p l i f i e r s were r e j e c t e d . Only one of t h e q u o t a t i o n s 
p r e s e n t e d depends on v o c a l n o n - v e r b a l a s p e c t s o f t h e 
message t o m o d i f y i t s meaning and i n t h i s c a s e t h e s t y l e 
of d e l i v e r y i s d e s c r i b e d s e p e r a t e l y . 
fir 
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